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ABSTRACT

The principle of normalization requires that persons with mental retardation (MR)
be encouraged to participate in the death and dying rituals which help people process the
death of a loved one. It is widely argued that persons with MR would benefit from such
inclusion, but little research exists to confirm this, or even to determine the degree to
which persons with MR are encouraged to or discouraged from participating in death and
dying rituals.
The purpose of this study was to identify how adults with MR are being included
in death and dying events and rituals. It also adds to the knowledge base about death and
dying related to members of this population. The methods employed for collecting data
included a structured interview with people with MR and quantitative survey results. The
questions were designed to elicit information about inclusion in the rituals surrounding
death (i.e. wake, funeral, burial) from the participants who discussed a death loss with the
interviewer and their satisfaction level with how these events were handled. One item
was an open-ended question, whereby the participants were asked how a difficult
encounter like the death of someone they loved and cared about could be made more
satisfactory (e.g. comfortable, inclusive) for them in the future.
Ratings of satisfaction were analyzed descriptively and quantitatively. That is,
means and standard deviations were reported. Interview data were examined for themes
qualitatively. The conclusion was reached that the participants in the interviews were
vii

satisfied with their inclusion in the rituals and other grief, mourning and bereavement
activities of their family members and friends at the time of a death.

CHAPTER I

INTRODUCTION
Death and dying are universal experiences that induce deep emotions and often
are accompanied by social rituals. Beliefs, social customs and family situations all play a
role in the grief process (Hollins, 1995; Myreddi & Narayan, 1993). In this study, I
explored whether people with a diagnosis of mental retardation (MR) are included in the
events surrounding death and dying at a level they choose and with which they are
satisfied.
As with all human beings, adults with MR have a variety of responses to death
and dying including fear, sadness and, sometimes, confusion (Lavin, 1989). Yanok and
Beifus (1993) pointed out that, in addition to the feeling of bereavement, people might
feel something like indifference or relief when someone dies. Examples of this reaction
may be when someone hears about the death of a stranger or when someone better known
has suffered a long time. If people with MR are going to be healthy psychologically,
team members (including family members, service providers and other caregivers) must
recognize death and dying as a primary and important issue (Hollins, 1995;
Lipe-Goodson & Goebel, 1983) and provide the necessary supports and training to
address such life-changing events.
In this paper I present findings from a death and dying study and consider the
implications from these findings as they relate to adults with MR and implications for
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their inclusion in death and dying rituals. Chapter I of this study will discuss social role
valorization, the importance of rituals, communication about death, developmental issues,
death education and descriptions of the concept of inclusion. The purpose of the study
will also be outlined.
Normalization, Social Role Valorization and Inclusion
The Principle of Normalization is based on the belief that people with disabilities
need to live their lives like other people do (Nirje, 1969; Wolfensberger, 1972).
Wolfensberger (1972) traced the concept to 1959 when Bank-Mikkelsen of Denmark was
credited with placing the idea of people with MR living their lives as similarly to other
people as possible into Danish law. The executive director of the Swedish Association
for the Retarded Children, B. Nirge (1969), wrote about normalization which helped to
publicize the idea. A Swedish law became effective in 1968 based on normalization
(Wolfensberger, 1972). Likewise, people with MR and other disabilities have been
supported by legislation in the United States. Most recently, the Individuals with
Disabilities Education Act or IDEA (Underwood & Mead, 1995) has been the driving
force to mandate concepts such as normalization and inclusion, especially in school
systems.
People with MR have not always experienced full inclusion in their communities.
Part of this lack of inclusion is due to their history of institutionalization (Wolfensberger,
1972). When Lewis and Doorlag (1995) discussed inclusion, they stated that the term
itself “serves as a reminder that some models of service delivery are characterized by
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their ‘exclusion’” (p. 11). The practice of institutionalizing people with MR would be the
most explicit example of exclusion in our society.
When people were institutionalized at a young age, they were often away from
home when family members died (Lavin, 1989). They sometimes were excluded from
funerals and other mourning and bereavement activities simply by distance. There were
times when people were not informed of family members’ deaths (Wadsworth & Harper,
1991). Sometimes this information was kept from individuals in a spirit of protecting
them from difficult issues (Hollins, 1995). Sometimes persons with a diagnosis of mental
retardation were thought not to be able to understand what a death or terminal illness
meant. Almost always, people who were placed in institutions were treated differently
than members of the wider public would choose to be treated when dealing with the loss
of a loved one.
Lipe-Goodson and Goebel (1983) described problems with people who lived in
institutions this way:
It also seems probable that institutionalization restricts the quantity and quality of
experience which residents get with changes related to age and with death, and
further weakens the relationship between age, cognition, and experience found in
the general population. The daily routines of mentally retarded, institutionalized
individuals do not differ substantially on the basis of age and this probably makes
age differences both less noticeable and less salient. They are generally informed
only of deaths which occur among their close, immediate family and consequently
have limited contact with and awareness of death. In addition they tend to be
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isolated from the events preceding these deaths and from the daily life changes
and adjustments which the living are forced to make afterward. It is possible that
among these individuals institutionalization is a more important factor than age in
the development of death and age concepts, (p. 69)
In addition to their history of institutionalization, some people with MR come
from a background of “limited dignity” in death and dying due to poverty (deFiebre,
1999). Cemeteries at Minnesota’s nine former regional treatment facilities, where
persons with MR were institutionalized, have sections of numbered grave markers.
“Men, women, boys and girls who died at these institutions are buried in the cemeteries
and they are identified only by the numbers assigned to them when they entered the
institutions” (Rausch-Gilman, 1999, p. 1). Orphans and other people without means were
treated in similar ways.
One of the reasons people with MR may be excluded from the bereavement
process is the perception that they are living “institutional” lives. This perception may be
present even though most individuals with MR now live in community residential
settings (Smull, 1998). These settings include supports such as written program plans
and paid staff who may be expected to take on many of the traditional roles of family
members. Service providers assist in many daily tasks as well as in protecting
individuals from harm. A qualitative difference in intimacy exists, though, between
taking someone to a grocery store and accompanying him or her to a funeral.
The skills of a staff person who takes someone on a weekly outing to a grocery
store would include money management, communication and basic shopping skills. In

5

contrast, when someone encounters the death of someone they love, a set of emotions
enters into this change in their life. A staff person, who might be young or inexperienced
in matters of death and dying, may be uncertain of how to treat or help the person who is
suffering from this loss. Skills necessary at this time would include active listening,
empathy and knowledge about death and dying.
People with average and above levels of intelligence may avoid grief processes
such as attending a funeral as an informed choice. People with MR need to have these
same options. Choices need to be offered. However, individuals also need to have the
information and experience base to make informed choices.
Death is something we all must face. People with MR have a right to be provided
for and prepared for their grief as much as anyone else (Hollins, 1995). Now that people
are living in residential settings outside of institutions, service providers have the
opportunity as well as the responsibility to work toward full inclusion in all areas of life
(Lipe-Goodson & Goebel, 1983). This would include times of death and dying. As LipeGoodson and Goebel (1983) stated,
Because the current trend is to emphasize the right of mentally retarded adults to
be treated as adults, and to experience as normal a daily adult routine as possible,
the obligation for professionals to carry out rigorous research and provide
programs which equip these individuals to behave appropriately as adults and to
cope with aging and death is paramount, (p. 75)
Hedger and Smith (1993) reported that the number of adults with developmental
disabilities is increasing each year. This is due to some of the same reasons we all are
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living longer, such as better medical care and nutrition. With people living longer, we
need to consider the need for death education with both the population of people who
have developmental disabilities and the people who work with them. Several factors of
the experience surrounding death have been shown to be important in healthy adjustment
to loss. Among these factors are rituals and communication about death (Luchterhand &
Murphy, 1998).
The Importance of Rituals
People need rituals to bring finality to death. The National Funeral Directors
Association membership has published information that summarizes the benefits of
funerals, such as bringing people together, creating a situation where people can offer
each other emotional support and an opportunity to talk about the deceased person’s life
and death. This helps to give people structure to the death experience (NFDA, 1997).
Another publication described the funeral as providing a dignified ceremony for the
person who died. The funeral is a time for people to remember their shared experiences.
It helps people accept the reality of the death. The funeral process helps mourners
continue their lives. The process is described as a valued experience that allows people a
necessary time to mourn.
Doka (1989), Worden (1996), Wass (1979) and numerous other authors described
participation in funerals, burials and other activities surrounding a death as important.
Sometimes people may attend a funeral but not the burial. This may be a decision to
consider carefully. The “final disposition” is considered important.
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Communication about Death
Conversations with others help people adjust to their loved one being gone
(Hollins, 1995). Talking about a death with family members and friends is how most
people deal with a major life change such as a death. “Talking through” may also be the
most normal way for people with MR to attain responses to their questions and
comments. One difference may be that people who have a diagnosis that includes mental
retardation may need some additional “bridges” to get through the grief process
(McDaniel, 1989). Bridges may include educated staff and, at times, professionals who
have expertise in grief and death education in addition to experience working with people
with MR.
Team members working with someone who has encountered a death need to
tolerate and even encourage the grief process. They also need to be able to seek or
suggest resources, such as counseling, if extra support is needed. Some team members
may be uncomfortable themselves about death and dying and unable to adequately
support their clients (Deutsch, 1985). This may affect individuals with MR when they
are faced with the tasks of mourning.
It is important that people don’t avoid the issues of grief, loss and mourning.
Huston (1992) stated that, “Grieving without mourning is unhealthy and can lead to
emotional or physical complication - even death” (p. 9). This is a phenomenon that has
been observed when one spouse dies soon after (i.e. within a year) their mate has died.
Lavin (1989) writes about individuals with disabilities as follows: “Without the
opportunity to enter fully into the grieving process, they are denied closure and the
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opportunity to work through their reactions to the end of the relationships” (p. 231). In
Chapter II, I will review these conclusions more thoroughly.
Developmental Issues and Death Education
Numerous studies have been undertaken on how children process deaths (Corr &
Corr, 1996; Jenkins & Cavanaugh, 1985; Speece & Brent, 1984, 1992; Worden, 1996).
Understanding death is correlated with chronological age and verbal skills. LipeGoodson and Goebel (1983) referred to research about children having difficulty with the
issues of understanding that death is irreversible, universal and inevitable. There are
varying theories regarding when these concepts are beginning to be understood (Worden,
1996).
The ability to grieve and comprehend the finality of death is placed at varying age
ranges in competing studies. Bowlby (1980) found that children six months old
displayed grief reactions. Wolfenstein (1966) stated that this ability would not appear
until adolescence. Some of the studies that looked at people with MR also referred to
how children work through the difficult issues of death and dying (Lavin, 1989; LipeGoodson & Goebel, 1983).
The issue of mental age and how we measure intelligence quotients (IQ) may be
part of the connection with children and adults with MR. A lower IQ is based on the
traditional concept that the conceptual or mental age (MA) of the client is lower than
their chronological age (CA). Lipe-Goodson and Goebel (1983) found that, “the process
involved in the development of the concepts of age and death in mentally retarded adults
is similar to that found in non-retarded children. Therefore, methodologies which have
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been used successfully in presenting these concepts to nonretarded children, such as
modeling, role-playing, verbal instruction, and practice with feedback and reinforcement
should be adaptable to programs for mentally retarded adults” (p. 74).
The authors suggested that these programs be highly structured and intense.
Researchers recommended that people with MR may need some preparation or training
time before an event like a funeral (Lavin, 1989; Lipe-Goodson & Goebel, 1983). At a
minimum this instruction would include development of the concept of death and
preparation and practice for how to behave and what to expect at funerals.
Current literature would suggest that when talking with young children about
death, it is important that they be included in the events and processes surrounding the
death experience (Corr & Corr, 1996; Worden, 1996). Clear communication helps
children interpret events accurately, while uncertainty may produce anxiety. Service
providers of people with MR also need to remember that when there are unanswered or
“unspoken” questions, people may build fantasy explanations for what has happened.
These fantasies may be worse or scarier than what has really happened. Corr and Corr
(1996) explained, “Excluding children from rites, such as wakes and funerals, prevents
the family from sharing the acknowledgment of their loss and blocks resolution of grief.
New secrets create new tensions in the family system and prevent it from moving on to a
different state of equilibrium” (p. 229). Worden (1996) explained the phenomenon in the
following way:
Family rituals are important mediators influencing the course and outcome of
bereavement. A key family ritual is the funeral. The funeral can help meet three
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important needs of children around the time of a death. It provides (1) a means to
acknowledge the death, (2) a way to honor the life of the deceased, and (3) a
means of support and comfort for the bereaved children (Silverman & Worden,
1992). But children need to be prepared for the funeral if it is to be a positive part
of the mourning process. They should be given a choice about whether to attend
the viewing of the body, the funeral, and the burial, but need first to be clearly
informed about what they will see and experience, (p. 21)
Lavin (1989) wrote about the tendency of parents to shelter their children from
death and mourning and how parents of individuals with MR may similarly shield them.
Hollins (1995) and Lavin (1989) advised giving children, elderly individuals and persons
with disabilities simple and straightforward answers to their questions. Corr and Corr
(1996) stated, “Involvement in rituals, such as attending the funeral, provides an
opportunity for the child to say “good-bye” to the deceased sibling. Often, parents want
to “protect” their surviving siblings by having them stay with neighbors or friends. If the
surviving siblings were not involved in normal grief-related rituals, they may need to be
reconstructed in counseling or therapy." (p. 161).
Hollins (1995) suggested that death education be initiated in schools. She also
recommended that education be provided to parents and professionals so they can assist
people through the grief reactions. Providing this education in numerous settings and for
various ages may be a helpful way to approach grief, mourning and bereavement.
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Purpose of the Study
People with MR have been an “understudied” group during the life events of
dying and death (Myreddi & Narayan, 1993). The purpose of this study was to describe
the experiences of people with MR and their encounters with death situations from a
framework of full inclusion. I wanted to know if people with MR are being given the
same choices about participation in the rituals and other activities that anyone else
receives when someone they know and care about dies. I was also interested in gauging
their preferences and understandings of these events.
Information from interviews was analyzed to present a comparison of how people
with MR experience and are included in death rituals. Data were also collected on ideas
for inclusion of persons with MR in future death and dying episodes. The interviews
with adults with MR provided the primary information to describe people’s encounters
with inclusion in the death and dying rituals. The combination of this information
provided recommendations and guidelines about death and dying that may be used by
individuals and team members as future encounters with death and dying of persons with
MR are experienced.
Research Questions
1. To what extent do people with MR view or perceive themselves as included in
funerals, family rituals, grief, mourning and bereavement activities?
2. Are adults with MR satisfied with their current level of inclusion in death and
dying rituals?
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3. Is there a need to communicate differently with persons with MR about death,
dying, and grieving rituals?
4. What are some requests people with MR have for information or treatment
when the death of someone they care about occurs in the future?
5. Qualitatively, how do persons with MR understand death, dying and the rituals
designed for adjusting to the death of a loved one?
Significance of the Study
Team members, including service providers, need to understand how life events
surrounding death and dying are experienced by people with mental retardation so that
they can encourage inclusion for these activities as the situation and relationship allows.
People with MR need to have a voice in how they are treated at this crucial time. Since
family members or significant others may be under stress for obvious reasons at the time
of a death event, it would seem helpful to have some guidelines and practices in place to
assist people with MR as they participate in death and dying rituals. Some of this
preparation may include activities such as “practicing” going to a funeral home or church
for the activities expected. When people with MR are included in death and dying rituals
at a level with which they are satisfied, it may increase their overall life satisfaction.
Numerous books and articles have been written about people with MR and grief,
mourning and bereavement, but few of these resources are based on research studies.
Most seem to be based on the experiences and practices of professionals (Deutsch, 1985;
Hollins, 1995; Jenkins & Cavanaugh, 1985; Lavin, 1989). Some resulted from family
members’ difficulties with these events (Luchterhand, 1998). It is important to consider
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issues of death and dying from the point of view of the individuals in question. Staff and
family members may provide important information and insight, but the information
obtained from people with MR is also primary information to consider.
Limitations of the Study
1. The study was limited to subjects from North Dakota and Minnesota.
2. The communication abilities of respondents may have reduced their ability
to accurately reflect their thinking about death and dying.
3. No control group was used.
4. The instruments were designed for this study, and thus have no history of
reliable or valid measurement.
5. The sample size was small.
6. Bereavement is a process that takes place over time. The time when the
interviews took place may have affected the participants’ responses to questions.
Following people over time would give a more complete picture of their actual
reactions to the death and dying processes.
7. The assumption that death experience was of relative equal seriousness.
The assumption was made that the person interviewed cared about the loved one at
roughly equal levels.
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Definition of Terms
The following terms are defined as they apply to this study:
Bereavement means suffering the loss of a loved one (Webster’s Dictionary,
1993).

It also has been defined as the adaptation to the loss (Worden, 1996). When the

loss is dealt with directly, writers in the field consider it a healthy, natural process.
Death Education is “a formal curriculum addressing loss and grief and their
impact” and “It fosters communication, enhances the development of academic skills,
decreases anxiety and fear, increases appreciation for life and cultural diversity, and
provides therapeutic benefit.” (Balk, 2001, p. 292).
Grief is “a universal experience which occurs after one endures a significant loss,
when the individual is separated from another person with whom strong feelings of
attachment and love have developed over time” (Deutsch, 1985). “Grief is related to
loss, not just death, and is only one component of bereavement” (Wadsworth & Harper,
1991, p. 285-291). In his study with children, Worden (1996) defined grief as “the
child’s personal experience, thoughts, and feelings associated with the death” (p.l 1).
Corr and Corr (1996) defined grief as the emotional or subjective reaction to loss.
Wolfelt (1999) defined grief as “the thoughts and feelings that are experienced within
oneself upon the death of someone loved.. .the internal meaning given to the experience
of bereavement” (p. 1.).
Inclusion has been defined as educating all students in the mainstream with
appropriate educational programs that challenge while considering individual capabilities
and needs. Support and assistance for both the students and teachers is assessed.
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Inclusion is seen as an extension of mainstreaming and reflects “a philosophy that finds
no rationale for segregating students with special needs” (Underwood and Mead, 1995,
p. 99). Inclusion “begins with the premise that general education classrooms should be
structured so that all students belong from the very outset and so that student diversity is
celebrated” (Turnbull, Turnball, Shank & Leal, 1995, p. 116). For this paper, I use the
term inclusion referring to the adult world (i.e., work, home, family, leisure/recreation,
friends, community).
Intelligence Quotient (IQ) is a ratio of a person’s mental age to his or her
chronological age as measured by an intelligence test (Turnball, Turnball, Shank & Leal,
1995, p. 67). Currently, the ratio IQ has been replaced with the standard-score version
(M=100, SD=15).
Little Deaths (Hoover, 2001) is a term to refer to those traumatic events in life
that are like a death experience (i.e., being placed in an institution or other residential
setting that is not a person’s family home, being diagnosed with a developmental
disability such as MR, being bullied, losing contact with people who are cared about).
Little deaths would include events that affect people deeply, events that have the potential
to diminish a person’s sense of self. Reactions and emotions (e.g. grief, mourning,
bereavement) are experienced as people may go through a process of loss similar to
death.
Mental retardation (MR) “refers to a state of impaired functioning characterized
by limitations in intelligence and related adaptive skill areas” (Turnbull, Turnbull, Shank
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& Leal, 1995, p. G-4). A general cognitive ability score of 70 or below along with
adaptive behavior deficits would be diagnosed as MR.
To mourn is an essential process which assists people in returning to a normal
mode of functioning (Deutsch, 1985). Worden (1996) in his study with children defined
mourning as “the process children go through on their way to adaptation” (p. 11).
Mourning involves efforts to cope with loss and grief (Corr & Corr, 1996). Wolfelt
(1999) stated, “Mourning is taking the internal experience of grief and expressing it
outside of oneself. The specific ways in which people express mourning are influenced
by the customs of their culture.” (p. 1).
Resolution may be an ideal (Corr & Corr, 1996). Wolfelt (1998) suggested we
use the term “reconcile” (p. 15) with death losses rather than resolution since “everyone
is changed by the experience of grief’ (Wolfelt, 1999, p. 3).
Team Members refer to persons involved in the individual program planning
meetings with people with MR. Team members may include family members, friends,
advocates, residential or vocational service providers, social workers, case managers and
consultants from various disciplines (e.g., speech therapy, occupational therapy,
counseling).
Summary
Members of society are not treating people who are mentally retarded in the same
way they did in the early 1900’s. People with mental retardation are living in
communities as a result of deinstitutionalization. They are no longer isolated from
families and community life. However, we are not at a point of full inclusion.
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There is a documented need from the literature review for increased
understanding about the death and dying process as it affects people with MR. LipeGoodson and Goebel (1983) described the “need to determine the ability of mentally
retarded adults to comprehend age and death concepts, and to identify factors which
predict individual differences in this ability in order to provide adequate programs to help
them cope with aging and death” (p. 69). I agree that this need exists.
In Chapter II, I will undertake a literature review that will include an overview of
the current approaches that are being taken to assist people to work through the grief,
mourning and bereavement that are part of the death and dying experience. I will also
describe some rituals that are associated with death and dying events. The remainder of
the dissertation will consist of the research methodology in Chapter III, the results of the
study in Chapter IV and a summary and conclusions in Chapter V.

CHAPTER II

REVIEW OF RELATED LITERATURE
Complex topics such as death and dying are difficult to sort into sections of a
literature review. The areas overlap. People have various levels of cognitive functioning,
physical resources and financial resources. Gender differences have been noted to affect
reactions to death events (Briggs, 1990; Crase, 1986; Dattel & Neimeyer, 1990; Howie,
1993; Hughes & Pagae-Lieberman, 1989; Joseph & Tucker, 1999; Kalu, 1990; Robbins,
1989; Schwab, 1990, 1996; Stillion, 1984). Different relationships and types of deaths
cause different reactions to grief, mourning and bereavement (Berns & Colvin, 1998;
James & Friedman, 1998; Kamerman, 1993; Range, Walston & Pollard, 1992; Worden,
1996).

Spirituality crosses all people and cultures yet families and other related people

may have various religious beliefs (Briggs, 1990; Kalu, 1990). This chapter considers the
literature through different perspectives including age, cognitive ability, culture and
gender.
Grief, Mourning and Bereavement
The death of a loved one is a difficult and significant issue. The literature about
death and dying describes how people have varying responses and adjustments to the
death of a loved one (Doka, 1989; Lavin, 1989). Preparation for a death may be a part of
a long illness, such as cancer. Unfortunately, there may be no preparation time when a
death is sudden (i.e. from a car accident). Even when death is expected, people may
18
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experience extreme grief and loss reactions when a loved one dies (Berns & Colvin,
1998; Caserta & Lund, 1992; Corr & Corr, 1996; Worden, 1996).
Numerous researchers have studied death and dying events and how people
respond to grief, mourning and bereavement (Doka, 1989; Speece & Brent, 1984;
Worden, 1996). There are a number of theories to explain how human beings react to the
death of someone they know and care about. Deutsch (1985) described the four tasks of
mourning as accepting the reality of the loss, experiencing the pain of grief, adjusting to
an environment in which the deceased is missing and withdrawing emotional energy and
reinvesting it in another relationship. Dr. William Lamers described the phases of
Protest, Despair and Reorganization (Huston, 1992). Worden (1996) described the tasks
of mourning as accepting the reality of the loss, experiencing the pain or emotional
aspects of the loss, adjusting to an environment in which the deceased is missing and
relocating the dead person within one’s life (i.e., finding ways of memorializing the
person.)
The concept of grief being one of five stages is traced to Elizabeth Kubler-Ross
(1969, 1975) whose model included stages of grief that needed to be experienced to
adjust to a death. This research dominated the field of grief therapy for many years.
Although Kubler-Ross is certainly the pioneer of death and dying work, her model was
sometimes misinterpreted. People tried to fit it into a system. Although Kubler-Ross
described stages of grief, she did not describe a linear or rigid framework for these stages.
Currently there seems to be a more loosely defined process in grief literature that people
move into and out of at varying points in time with changing levels of intensity (Worden,
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1996). We are beginning to accept the idea that grief remains with us (Wolfelt, 1999).
There has even been research on how grief can affect personal growth (Edmonds &
Hooker, 1992).
Disenfranchised grief is the grief of a loss that is felt by a person who has “no
socially recognized right, role, or capacity to grieve” (Doka, 1989, p. 3). It may happen
when “a relationship has no social legitimacy, e.g., gay lovers, friends, co-workers, when
the loss itself is not recognized, e.g., perinatal deaths, the death of a pet, or when the
capacity of the griever to grieve is in question, e.g., the very young, the very old, the
developmentally disabled” (Kamerman, 1993, p. 281). Kamerman (1993) recommended
that the circle of grievers be enlarged to include the disenfranchised. Kamerman (1993)
explained, “how close your friendship is or how deeply you are affected by the death of a
co-worker is vastly harder to gauge than whether or not you are legally related to
someone (whether you are saddened, delighted, or unmoved by their death)” (p. 285).
There remains much work to be done but Kamerman (1993) stated, “To be an
enfranchised griever in a death-denying society is better than having no legitimate status
at all, but it is hardly a panacea for grief’ (p. 286).
Grief theory is sometimes applied to losses other than death. Price and Murphy
(1984) described staff burnout as a loss event. They stated, “The loss involved is a loss
of an aspect of the self; it is a spiritual loss. It may be a loss of illusion” (Price & Murphy,
1984, p. 49). James and Friedman (1998, p. 88) described a Loss History Graph. On a
time line, an individual’s losses are recorded (e.g., dog died, moved, brother died,
divorce). This exercise helps to put loss into a time perspective. Some individuals who
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have experienced significant losses may be experiencing needs that are greater than a
person who has not faced so many losses over time.
The mourning process is ongoing but our culture seems to dictate that we mourn
quickly, if at all, and get on with our lives. Wolfelt (1999) explained, “many people in
our culture grieve, but they do not mourn. As opposed to being encouraged to express
their grief outwardly, they are often greeted with messages along the lines of “carry on,”
keep your chin up”, and “keep busy”. So, they end up grieving within themselves, in
isolation, instead of mourning outside of themselves in the presence of loving
companions.” (p. 15). The processes of grief, mourning and bereavement continue to be
studied but remain only partially understood.
The Importance of Rituals
The research indicates that it is helpful to the emotional processing of a death
event to participate in the rituals and ceremonies that are part of the deceased individual’s
last rites (Doka, 1989; Hollins, 1995; McDaniel, 1989; Wass, 1979; Worden, 1996). This
participation gives people a chance to say “good bye” and to privately and publicly
acknowledge their loss. Rituals can be healing. Wolfelt (2001) advised that when words
are inadequate, use ceremony. Bolton and Camp (1987) concluded “post-funeral
symbolic acts (ritual) may have an impact on grief work” (p. 350). This would include
activities like taking off the wedding ring and giving away the deceased person’s
belongings.
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Different Cultures
Different cultures and communities handle death and dying in different ways.
Briggs (1990) explained that for the Warao people of eastern Venezuela, “relatives
cannot work or even eat during the period between the death and the return from the
burial site” (p. 349). Kalu (1990) described the experience of women in Nigeria who
encounter the death of their spouse. There are definite rules for women and the members
of this society to follow at the time of a death. Although the practices may have served a
purpose during this life transition time in previous eras (i.e. support groups, assistance
with visitors), in today’s world the ancient practices are questionable at the least (i.e. the
widow is required to shave her head) and certainly oppressive to the human rights of
women (i.e. not having control over her home and property).
Briggs (1990) described the ritual wailing performed by Warao women at funerals
in eastern Venezuela as a temporary switch in gender control. Women are given a voice
at this time - a chance to try to right what’s wrong and call attention to situations and
problems in addition to the death and funeral. The ritual wailing is described as enabling
men and women “to put the intense emotions occasioned by death behind them and to
grapple with conflicts that are seen as having occasioned the death” (Briggs, 1990,
p. 347).
Gender and Grief
There is controversy in the bereavement literature regarding gender differences in
the grieving process. Edmonds and Hooker (1992) found that young adult men and
women college students “typically experience the ramifications of death in different
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ways” (p. 314). Adding the BEM Sex-Role Inventory to assessments of death and dying,
Robbins (1989) found, “While both gender and sex-role stereotypes contribute to the
understanding of death concern, femininity is the most useful individual predictor”
(p. 589).
Dattel and Neimeyer (1990) stated, “Sex differences in death anxiety is one of the
most frequently noted and poorly understood findings in thanatology” (p. 1). When
measured with the Death Anxiety Scale (DAS) women are usually more death anxious
than men (Dattel & Neimeyer, 1990). However, when mature professional people and
elderly persons in nursing homes were measured using the DAS, no gender differences
were shown. Another test, the Threat Index (TI), showed no gender differences. The TI
is described as “a more cognitively oriented measure of death concern” (Dattel &
Niemeyer, 1990, p. 8).
The issues of gender differences are complex. Stillion (1984) found that as early
as age ten, boys are less likely to admit being anxious about death or to admit thinking
about death at all. Men do not seek counseling after bereavement as often as women do
(Stillion, 1984). Men are less likely to attend lectures on the topics of death and dying.
Stillion (1984) concluded that men are death deniers and death avoiders but our
American society as a whole could be described in that way.
When studying older adults, Caserta and Lund (1992) found a “resiliency on the
part of those who have suffered a loss and that the ability to cope with the loss is often
underestimated” (p. 33). In this study, “no significant bereavement status by gender
interactions were observed” (Caserta & Lund, 1992, p. 41). Bolton and Camp (1987)
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also found that “the group of fifty widowed individuals scored higher in personal
adjustment than might have been expected given statistical probabilities” (p. 349). Fortyseven of the fifty participants in this study were women.
Flowie (1993) cited the information that women appear to think about death more
frequently as they age than men do. She discussed widowhood as a dying status passage.
She determined that it is important to separate the experiences of men and women at this
time in their life - after age 70. Women are more likely to be single for the rest of their
life and will probably live longer (Howie, 1993). She suggested that widowhood has not
been widely researched due to the “predominantly female and aging face of widowhood,
and the general and widespread devaluation of matters concerning women and old age in
our society” (Howie, 1993, p. 226)
As I read this article, I thought of the aging people I work with who have MR.
There seems to be an even greater bias toward this population. Though not widowed, the
question of “Do they matter?” is dealt with every day. The concept of the medical model
(having a disease) is part of the similarity between people of age and people with MR.
Parents and Grief
Perinatal death research can be traced to 1970 (Hughes & Page-Lieberman, 1989).
Losing a child is said to be the most difficult of all the possible losses (Schwab, 1990).
Schwab (1996) suggested that “because one of the determinants of bereavement
outcomes is the quality of the relationships that the bereaved had with the deceased and
because fathers’ and mothers’ differential gender roles are likely to result in differing
relationships with their children, it is reasonable to expect gender differences in the way
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parents react to the death of their child” (p. 103). She concluded, “mothers showed more
intense grief than did fathers” (Schwab, 1996, p. 109).
Gender differences in parental grief were clearly seen in bereavement scale
scores. The mothers expressed more hurt, reported more feelings of being
cheated and depressed (Despair), showed more irritability and anger
(Anger/Hostility), and noted more feelings of guilt not only for having failed to
prevent the death but also for having survived (Guilt). They also indicated that
they were less able to control their overt emotional expressions, such as crying
and their desire to scream (Loss of Control), were more preoccupied with
thoughts of the deceased (Rumination), experienced more numbness and
confusion (Depersonalization), and had more somatic problems characteristic of
those who are experiencing a great deal of stress (Somatization). (Schwab, 1996,
p. 109)
Schwab (1996) suggested “differences in maternal and paternal grief are in part
due to more basic male and female differences and that under the stress of bereavement
such differences become more pronounced” (p. 110). Gender differences in coping
strategies after the death of a child included females crying, writing and reading on loss
and grief, helping others, staying alone and attending a support group for mothers.
Fathers coped by talking about the loss, keeping busy, relying on non-religious beliefs,
helping others and relying on religious beliefs. Also, “mothers used a greater variety of
coping strategies than did fathers and used some coping strategies to a greater extent than
did fathers” (Schwab, 1990, p. 421). Hughes and Page-Lieberman (1989) also pointed
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out differences between male/female bereavement. They made recommendations for
considering each parent’s grief as different but part of a whole family reaction pattern.
Gender differences are pointed out by Briggs (1990) as he quoted the women of
eastern Venezuela saying, “we couldn’t cry apart from one another - we cry very close to
one another” (p. 350). The Warao men are described as expressing grief “in words alone,
without laments; that’s how men cry” (Briggs, 1990, p. 340) or men may cry “in their
hearts” or “in their thoughts” (Briggs, 1990, p. 340).
Death Education
Death education encompasses many subjects: education, psychology, sociology,
counseling, social work, religion, medicine, art, literature, and law. We face violence,
threats of violence, encounters with death, and news reports of deaths daily. Death
events on movies and television do not always follow through with the aftermath of the
death: the survivors, funerals, burials, cremations, grief, mourning, and bereavement.
This is, in part, why people need formal and informal death education; we are not always
getting helpful information or support to deal with this important event from the media or
our families.
Death education and sex education share a taboo status in many countries and
cultures. While writing about life in Nigeria, Okafor (1993) stated, “Most parents are
presently not capable of talking even with themselves about death, let alone talking with
their younger ones” (p. 271). People in the United States avoid these conversations, also.
Dickinson, Sumner and Frederick (1992) stated that “a generation ago death was a
subject less likely than sex to be found in the curricula of American public schools”
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(p. 281). These two primary issues of sex (birth) and death, the beginning and end of our
existence, are difficult for many of us to address.
Dickinson, Sumner and Frederick (1992) stated that death education began in the
United States in the 1970s. A majority of the professional schools they surveyed said
death education was offered in their school, however, this may have been only a lecture
or part of another class. Disciplines included medical, nursing, pharmacy, dental and
social work schools. Dickinson, Sumner and Frederick (1992) predicted that the end
result of the goal for more education on death and dying is “an improved quality of life
and a greater dignity in dying” (p. 289).
Death Events and Work
When a death occurs, some people choose to bury themselves in their work.
Eyetsemitan (1998) discouraged this practice saying these people are avoiding their grief.
This avoidance may lead to some form of depression or adversely affect development.
Eyetsemitan (1998) stated that “employers who implicitly or explicitly encourage this
behavior are promoting stifled grief’ (p. 472). Stifled grief is defined as “grief denied its
full course” (Eyetsemitan, 1998, p. 470).
Eyetsemitan (1998) also suggested “organizations need to be better prepared to
handle grief beyond the traditional response of just giving some paid days off. Although
giving days off for funerals/bereavement is important, it should be realized that this is
just one aspect of the steps toward recovery” (p. 478). He suggested that the emphasis be
on how to help employees return to their work after a death.
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Death Education Planning
Death education needs to be approached carefully. Durlak and Riesenberg (1991)
studied published outcome research on the impact of death education. They found that
programs have changed attitudes about death more than personal feelings about death.
Experiential programs focusing on personal feelings were more effective than didactic
programs.
Curiously, “participants have left 50% of didactic programs feeling more
uncomfortable and anxious about death than when they entered” (Durlak &Riesenberg,
1991, p. 49). The authors outlined recommendations to address problems including:
1) goals and instructional techniques that are theoretically based so that more specific
program evaluations can identify active components of interventions, 2) outcome
measures and assessments need reliability and validity, 3) retrospective pretest analysis,
4) behaviorally oriented techniques to monitor progress such as the ability to express
feelings about death, increased talking about death with family and friends, more contact
with dying people, and concrete actions to prepare for death (i.e., consider becoming an
organ donor, writing a will, preplanning funeral arrangements), and 5) consider
motivations and preprogram status related to outcome (Durlak & Riesenberg, 1991,
p. 49).
Gould (1994) described how he teaches a unit on grief in a college level
thanatology course. Part of the project involves students breaking into small groups and
drawing a picture of grief together. These pictures are then shared with and discussed by
the entire class. Gould (1994) called this a discovery mode of learning that “begins with
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something autobiographical and concrete and moves to something general and abstract”
(p. 69). He claimed this makes learning personal, relevant and generates involvement
and interest and builds self-esteem for students.
Developmental Issues
Death and loss are difficult subjects for all people, children and adults alike. The
literature for children focuses on anticipating and addressing the needs of children during
times of grief (Corr & Corr, 1996; Worden, 1996). Balk (2001) stated, “Children are
limited in their conceptualization of death, but adults do not fully understand death either.
Coping occurs, in children and adults, despite these limits in cognition. Coping involves
management, not necessarily mastery, and it entails efforts focused on both primary and
secondary losses.” (p. 290). Children experience losses including pets, separations from
divorce or families moving, friends, relationships, as well as losses due to illness or
death. Any of these losses may cause grief. Our job as adults is to teach children ways
of adapting to loss, including involving children in the grieving process (Corr & Corr,
1996). Children, like adults, will learn to live with loss (Worden, 1996). The grief from
the loss may reoccur at various points throughout their life (Wolfelt, 2001).
The current advice is generally to allow children to make their own choices about
participating in funerals and other services (Corr & Corr, 1996; Silverman & Worden,
1992). Group work is commonly advocated for grieving children (Haasl & Marnocha,
2000). Not all children require therapy to resolve loss, but complicated bereavement
occurring with sudden traumatic death, with multiple losses, or with absent, delayed,
distorted or prolonged responses should be evaluated (Corr & Corr, 1996; Worden,
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1996). Symptoms that signal concern include sleep and appetite disturbance, difficulty
with schoolwork, complaints of real or imagined illness, problems relating to others and
regressed behavior.
Inclusion
People “need” to participate in the “rhythms and patterns” of the culture they are
in (Wolfensberger, 1972). Social role valorization (formerly referred to as the theory of
normalization) states that people adjust better if they are full participants in their culture.
This would include death and the rituals and procedures surrounding death.
Adults with mental retardation need to be included in the preparation for a death
in addition to the death rituals (Lipe-Goodson & Goebel, 1983). Normalization also
states that people have the “right” to participate fully in their culture (Wolfensberger,
1972; Stratford, 1991). These normalization theories alone would suggest reasons that
people who have a diagnosis of mental retardation should be allowed and encouraged to
participate in rituals surrounding the death of a loved one (Hollins, 1995).
One step further than normalization is self-determination (Smull, 1998). There is
a need to “listen to the people who are being supported and to learn what those who love
the person already know” (Smull, 1998, p. 53). Listening directly will help team
members assess what people with MR want to see happen in the areas of grief, mourning
and bereavement.
Adults with MR and Death Reactions
Research has been done in the field of Developmental Disabilities/Mental
Retardation (DD/MR) regarding how individuals with mental retardation are processing
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death events and grief reactions (Deutsch, 1985; Harper & Wadsworth, 1993; Hollins,
1995; Jenkins & Cavanaugh, 1985; Kauffman, 1994; Kloeppel & Hollins, 1989; Lavin,
1989; Lipe-Goodson & Goebel, 1983; Myreddi & Narayan, 1993; Wadsworth & Harper,
1991; Yanok & Beifus, 1993). The literature that discussed people with MR and their
experiences with bereavement, grief and mourning pointed out the need for some
additional supports for these individuals when they encounter the death of a loved one
(Deutsch, 1985; Hedger & Smith, 1993; Hollins, 1995; Jenkins & Cavanaugh, 1985;
Kauffman, 1994; Kloeppel & Hollins, 1989; Lipe-Goodson and Goebel, 1983; McDaniel,
1989; Myreddi & Narayan, 1993; Wadsworth & Harper, 1991; Yanok & Beifus, 1993).
Lower cognitive abilities may impact people’s understanding of death. Another need for
support is in social skills. This may include assisting people in their participation in
rituals and activities that surround death and dying rituals. Sometimes additional
preparation time may be advisable for people with MR.
Life Changes
To complicate the mourning process, a person with mental retardation may be
going through a change of homes and support systems, in addition to the death of a close
family member or caregiver (Gauthier, 1993; Gordon, Seltzer & Kraus, 1997; Hollins,
1995, Wadsworth & Harper, 1991). These multiple losses are described as possible
“profound” stresses and may result in a psychiatric illness or hospitalization (Wadsworth
& Harper, 1991, p. 289). Deutsch (1985) wrote that “as with many other aspects of their
lives, mentally retarded people will need specific programming, training and at times,
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counseling to assist them through the morning process”(p. 20). This would especially be
the case for people who are experiencing a very close loss, such as the death of a parent.
Participation in rituals throughout the grief process is important to adjusting to the
death of a loved one. People need to accept the death, be included in the rituals
surrounding the death, realize the impact of the death and express individualized grief
behavior. Practices that don’t allow people with MR to grieve or mourn may lead to
behavioral problems or psychiatric disturbances (Wadsworth & Harper, 1991).
To successfully adjust after a loss, people need to experience the realities of death
(Brent & Speece, 1993; Hollins, 1995; Huston, 1992). Huston (1992) stated that people
need to have “permissions to grieve” (p. 9) for healing to occur. With permission, there
needs to be opportunity, including “teachable moments” (p. 9). “The network of friends,
neighbors and clergy, who traditionally support the bereaved person, may not be
available to the retarded person” (Huston, 1992, p. 9). Support systems may need to be
developed.
Reactions to a Death
Harper and Wadsworth (1993) stated that adults who have a diagnosis of
moderate to severe mental retardation might display a number of different grief reactions.
Understanding death is sometimes described as a developmental issue (Myreddi &
Narayan, 1993). “It cannot be concluded that, because persons with mental retardation
have not reached advanced developmental stages, their reaction to death will be
minimized and be less intense; the reverse, in fact, might be as likely” (Wadsworth &
Harper, 1991, p. 290). Bowlby (1980) described how children as young as infants
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display grief reactions. The authors and scholars who make this observation explain how
people who are able to love and care about something are able to experience grief,
mourning and/or bereavement types of behavior.
Myreddi and Narayan (1993) suggested that people with MR comprehend and
retain concrete aspects of death more easily than abstract concepts. They were aware of
religious practices regarding dead bodies. Differences in awareness existed between
different levels of retardation in this study. The outcomes suggested that “intellectual
ability plays a major role in understanding the concept of death” (p. 329). Lipe-Goodson
and Goebel (1983) found that as adults with MR age, they develop a more accurate
understanding of death and dying than their younger peers with comparable cognitive
abilities. This would seem to follow the pattern of most people. Life experience is one
of many ways knowledge and understanding are increased and improved. Although
people with MR and higher IQs did demonstrate higher age and death concept
development, it was not a significant finding for Lipe-Goodson and Goebel (1983).
People who are mentally retarded sometimes dream about the people they were
close to whom have died (Turner & Graffam, 1987). Some positive changes in this study
resulted for the clients involved with researchers who listened to them attentively and
sympathetically (Turner & Graffam, 1987, p. 288). People in this study also participated
in peer counseling groups. Problems resulting from the dreams included sleep
disturbances, crying, auditory hallucinations, and uncontrollable thoughts and images. A
statement from the conclusion of this article explained that, “Given the pervasive
authority exercised over their waking lives by significant others, perhaps many mentally
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retarded people expect this influence to continue, for good or ill, even beyond the grave”
(Turner & Graffam, 1987, p. 289). Another way of looking at this may be that people
with MR have not been able to process or understand the death and related issues.
Communication about Death
People with MR need to be informed of their own, family members’, friends’ and
significant others’ illnesses, accidents, deaths and funerals (Hollins, 1995). With support
and caring, people can usually handle the information of death and illnesses (McDaniel,
1989). However, peer support groups and a professional who is knowledgeable about
bereavement, grief and mourning may be a benefit to many individuals as they work
through the grief and mourning processes. Hollins (1995) suggested that bereavement
counseling for persons with a developmental disability be automatically available, not
just used when behavioral problems are noted.
Planning for Death and Dying
An anticipatory approach to the experiences related to death and dying is
suggested by Harper and Wadsworth (1993), “Research is needed to determine which
factors contribute to successful coping and how to develop these skills in an anticipatory
fashion for adults with significant cognitive and verbal expressive limitations” (p. 327).
Training programs for death education are frequently recommended in the research.
Hollins (1995) described death education for adults with developmental disabilities as
being “nonexistent” but there are some training programs on death education for adults
who have a diagnosis of mental retardation (Hedger & Smith, 1993; Mercer, 1998;
Yanok & Beifus, 1993).
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Training
McDaniel (1989) described a group counseling experience of adult men with MR.
After working with the “Life Cycle Approach”, Hedger and Smith (1993) concluded:
“Death education should be included within the program of care of geriatric individuals
with DD/MR”. Yanok and Beifus (1993) suggested using experiential learning such as
visits to funeral homes, cemeteries and churches and presentations by morticians, clergy
and medical professionals. Behavior at funerals and cemeteries may also need to be
taught. They used a curriculum named CALM (Communicating About Loss and
Mourning). Their findings stated that people with MR need and benefit from formal
programs of death education and grief counseling.
Successive lessons may be conceptualized as controlled, incremental doses of
distress that are intended to reduce the students’ afflictions and hasten their
recuperation from more severe cases of personal misfortune in the future. In
order to aid bereft individuals with mental retardation in their recovery,
practitioners must be called upon to develop an appropriate death education
program as an antidote for chronic sorrow. (Yanok & Beifus, 1993, p. 146)
McDaniel (1989) explained coping skills as “remembering the person in positive
ways, continued activity with family and friends, resuming daily routines and joining
others in remembering the dead loved one” (p. 190). She also described the group
experience with MR adult men as having two themes. The first was that these men “felt
excluded by their families during times when a family member was critically ill” (p. 189).
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The second was that they were concerned about “ who would take care of them when
their parents died” (p. 189).
Lipe-Goodson and Goebel (1983) suggested that the problem of ageinappropriate behavior in people with MR might be related to inaccurate age perception.
This would include both how old someone perceives himself or herself to be and the
ability to see age differences in other people. They suggested that days for people with
MR be patterned after the way average people spend their days at certain times of life.
This may include looking at retirement and other issues of aging differently with this
population. One of their conclusions was “concept adequacy appears to improve with
age” (p. 71). They also referred to the idea that chronological age may be an index of
both experience and cognitive functioning.
Turner and Graffam (1987) found that, “Male and female dreamers did not differ
in their overall level of active participation, nor did extent of participation vary as a
function of whether the dream was about significant others of the same or opposite sex of
the dreamer” (p. 284). Lipe-Goodson and Goebel (1983) found no sex differences in the
study Perception of Age and Death in Mentally Retarded Adults. Many of the articles I
examined concerning adults with MR and death did not use gender as a measurement for
their results.
When working with people with MR, some of the general research, although not
specifically addressing this population, can be adapted to be applicable to anyone dealing
with death and loss. One example of an article that would be helpful to implement in a
death curriculum would be Helpful and Unhelpful Comments after Suicide. Homicide.
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Accident, or Natural Death (Range, Walston, & Pollard, 1992). The researchers
determined which comments are positive to say to people at different times of loss. Two
of the most helpful phrases to use were “1) if there is anything I can do, please let me
know, and 2) I’m here if you need someone to talk to” (Range, Walston & Pollard, 1992,
p. 27). Cause of death is a major variable for a response (i.e. suicide).
Literature in the field of MR contains suggestions for working with people one to
one or in small group settings (Deutsch, 1985; Hollins, 1995; Huston, 1992; Kloeppel and
Hollins, 1989; Luchterhand, 1998; Luchterhand and Murphy, 1998; Marchesseault, 1992;
Youngkin, 1992). In summary, a few educational curricula have been designed for
people with MR and their caregivers:
1) Yanok and Beifus (1991) described a death education curriculum designed for
verbal adults with MR, CALM-Communicating About Loss and Mourning.
This is set up as eight fifty-minute sessions.
2) Kauffman (1994) outlined a training program for staff and family members to
respond to the needs of people with MR when a death occurs.
3) Barbera, Pitch and Howell (1989) prepared a booklet on Death and Dying.
The focus is for staff when a client with MR is dying but there is also
information about times when a family member or staff person is dying.
4) Hedger and Smith (1994) developed a life cycle program comparing the
butterfly life to the life and death issues people face.
An integrated approach to bereavement, grief and mourning needs to be
individualized. A gradual education needs to happen at all levels - service providers,
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families and individuals. Structured support would assist clients, families and staff to
work through the difficult issues encountered with death and dying.
The Need for Research
The literature described examples of people who have been left out of their family
and significant others’ death experiences. It also described some wonderful inclusion
activities for people during this difficult time. My own work experience would support
this variety of responses from clients, staff and family members. This review caused me
to conclude that a survey needs to be taken of what people with MR would like to see
happen when they encounter the deaths of their family members and people they care
about.
One recommendation for future research included, “We need to develop some
interviewing strategies and methods of presentation that will help us find out what is of
concern for the individual person who is grieving” (Harper & Wadsworth, 1993, p. 327328). We need to talk about death with the people we serve. A starting point may be to
find out if people with MR are comfortable with how deaths, funerals, and their own
decisions in these matters are currently handled.
While listening to Elaine R. Colvin speak about “Respecting Choices: Advance
Care Planning” (09-24-99), she said in reference to advance directives, “We cannot
respect your choices unless we know what they are.” There is a need to find out from
individuals with MR what their beliefs and wishes are in the areas of death and dying.
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Summary
As people with MR are fully involved in the processes of death, dying, grief,
mourning and bereavement, they may begin to have comforting memories about sad
events. This would be a welcome change from nightmares and fears (Turner & Graffam,
1987). As people with MR are included in funeral preparations, ceremonies and burial
processes, there may be less reliance on medication and behavioral change procedures
(Wadsworth & Harper, 1991). They will be able to express their grief through mourning.
In this chapter, I have outlined the literature review. In Chapter III, I will explain
the methodology used for this study.

CHAPTER III

METHODOLOGY
The purpose of this research was to describe how people with MR experience the
death of a loved one. Interviews were conducted about past and, at times,
contemporaneous encounters with death and dying. Ideas for inclusion in future death
and dying rituals were also explored.
A number of informative articles and books have been written about people with
MR and their experiences with death and dying events (Barbera, Pitch & Howell, 1989;
Deutsch, 1985; Hedger & Smith, 1993; Huston, 1992; Kauffman, 1994; Kloeppel &
Hollins, 1989; Luchterhand, 1998; Marchesseault, 1992; McDaniel, 1989), but limited
research has been conducted directly with individuals who have this diagnosis (Harper &
Wadsworth, 1993). This study contributed to research regarding the perceptions of
persons with mental retardation and the processes and events associated with grief,
bereavement and mourning.
This chapter contains a description of the population and sample of people who
participated in this study, a review of the instrument and interview development and an
overview of the procedures and analyses employed in this project. Individual portraits
describe the six people who agreed to talk with the researcher. Results from the Peabody
Picture Vocabulary Test and the Inventory for Client and Agency Planning (ICAP) Social
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and Communication Skills subscale provide additional information about the
interviewees. Both qualitative and quantitative research methods were used in this study.
Population and Sample
Six adults (4 females, 2 males) with MR participated in interviews with the
researcher. Residential agencies in Minnesota and North Dakota were contacted and
requested to have staff members complete a questionnaire suggesting clients/consumers
at their agencies who may be interested in participating. Consent was obtained from
guardians and conservators, as necessary (Appendix A), but participation was by each
individual’s choice (See informed consent script, Appendix B). Respondents were asked
to meet with the interviewer for a time period of approximately one hour on one occasion
to talk about their encounters with death and dying.
The respondents needed to have experienced the death of someone they cared
about. Since the respondents needed to be able to communicate answers to a set of
questions related to the rituals of death and dying, for this study, people with mild mental
retardation or related developmental disabilities were asked to participate (staff members
were asked to ascertain that a recent measure of full scale IQ fell between 60-70).
Language levels were measured by a brief basic test of language skills. The
purpose of the test was to determine a minimal language level (i.e., the ability to respond
to and answer questions from the interviewer). This was a quick screen of language
abilities. For this study, reliability and validity of the test were determined to be less
important than speed and ease of use.
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The Inventory for Client and Agency Planning (ICAP) Social and Communication
Skills subscale was employed as a checklist with staff members (Bruininks, Hill,
Weatherman, Woodcock, 1986). This portion of the test was mailed to the staff and
mailed back to the researcher prior to the interview. If the results of the ICAP instrument
indicated that the subject would be able to both understand my questions and respond
with answers (above the first percentile), I proceeded with scheduling an interview.
The Peabody Picture Vocabulary Test-Revised (PPVT) was administered to
subjects prior to the interview questions being discussed (Dunn & Dunn, 1981). If the
test results indicated that the subject would not be able to understand or respond to my
questions, I would not conduct the interview. If the subject met criteria (standard score
[x=100, SDH 5] on PPVT > or = 45) the interview was conducted. Both instruments
have proved reliable and valid for the purposes intended here and are frequently used as
screening instruments.
Instrument/Interview Development
Both open ended and scored items were included in the instrument. The openended questions were designed to elicit views of respondents with as little influence as
possible. Reliability of the method for attaining opinion data from respondents with MR
has been supported in the domain of life satisfaction (Heal & Chadsey-Rusch, 1985;
Sigelman, Budd, Spanhel & Schoenrock, 1981) and in the leisure satisfaction domain
(Hoover, Wheeler & Reetz, 1992). Both open-ended and highly structured Guttman-type
response format items were employed (See Instrument, Appendix C).
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The “Death and Dying Study” (Appendix C) was designed as a set of interview
questions addressing issues and activities associated with death and dying. The interview
form consisted of two parts. The first part provided demographic information. The
second part asked respondents to answer questions related to inclusion in death and dying
events by means of a simple “Yes” or “No”. Probing questions were asked after each
“yes/no” question to determine if clients/consumers were satisfied with their participation
or non-participation. Respondents were also asked open-ended questions.
One measure of inclusion is people’s “satisfaction” with their participation in life
events. “Satisfaction” was measured by the follow up questions. For example, “If I
attended the funeral, did I want to be there or not?” Or “If I attended the burial, did I
want to be there or not?” If the client attended the funeral and wanted to be there, he or
she would be rated as “satisfied”. If the person had not attended the burial but wanted to,
they would be rated as “dissatisfied”. Answers to the questions were coded as +1, 0, or
-1 (Appendix C).
A plus one response indicated that someone was satisfied and positive about his
or her participation. A minus one described someone who was definitely dissatisfied.
Zeros were assigned to answers that were unclear or seemed neither satisfied nor
dissatisfied with the event. It was made clear to the subjects that they were not expected
to be satisfied with the death of their loved one but with their participation in the events
before and after the death. The combination of not attending and not wanting to attend
was rated as satisfied. The various combinations are shown in Table 3.1. In all cases,
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satisfaction with the status quo (e.g. how people were included, the level of participation)
was rated as +1.
Table 1
Scoring the Death and Dying Satisfaction Instrument

Attended event?

Wanted to?

Rating

value

Yes

Yes

Satisfied

+1

Yes

No

Dissatisfied

-1

Yes

Neutral

Neutral

0

No

Yes

Dissatisfied

-1

No

No

Satisfied

+1

No

Neutral

Neutral

0

Procedures
The researcher provided a letter to the residential providers to distribute to the
guardians or legal representatives for people who had experienced a death loss within the
last year (Appendix D). This letter requested that the person and/or their legal
representative provide information so the researcher could contact them, if they were
willing to consider talking with the researcher about the death and dying study. The legal
representative was invited to attend the interview. For people who serve as their own
guardian, the providers listed the names, addresses and telephone numbers for the
researcher, after determining from the potential subject that this would be acceptable.
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Questions were asked during an interview between the researcher and the
individual with MR. The interviews were conducted at the respondents’ homes and were
approximately one hour in length. Answers were tape recorded and transcribed. The
researcher also wrote the responses on the interview form during the interview time. In
addition, the researcher gathered field notes during these interviews. This was done by
recording observations and impressions on a separate sheet attached to the answer
protocol.
First I visited with the participant to explain who I was and what I was doing. We
talked about various items in the homes that I thought may be of interest to the
participant. For example, one person was latch hooking when I arrived so we talked
about her hobby and who she had given various latch hooked projects to as gifts. When it
seemed appropriate, a few minutes later, I started taking the PPVT test materials out and
we started working on the test. We visited again while I put that away and set the tape
recorder up. When I got the interview form out, we talked a little about that and then
started working on the questions. When the interview was over, we talked again about
any questions the respondents had for me. I allowed time for the participants to adjust
back to their normal routine after talking about their experiences with death and dying.
Analyses
E'Oth quantitative and qualitative measures were used to determine whether people
were included in death and dying rituals. The quantitative data included items answered
“Yes” or “No” and the answers to the various demographic and other structured items on
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the questionnaire. No a priori hypotheses were entertained. Because of this, results were
reported as frequencies and means and no inferential statistics were calculated.
Qualitative data included interviewees’ narrative comments. These were
transcribed and analyzed through qualitative research coding procedures to identify
themes. J. Hoover, an expert in the field of mental retardation, and I read the written
statements and coded them. Interrater reliability was estimated by comparison of code
agreement between the two reviewer’s independent ratings. Ratings of satisfaction were
analyzed descriptively and quantitatively. Means and standard deviations were reported.
I transcribed the tapes from the interview myself. After reading through the
transcriptions, I started classifying the patterns I thought I was seeing (i.e., the number of
additional deaths each individual discussed) (Seidman, 1998). This did not work so I
made copies of the transcripts and cut and pasted each person’s answer to a “main” page
with all the answers for each question put together. This information is partially included
in the interview section in Chapter IV.
I color coded the answers to questions with colored markers again. Additional
categories emerged including 1) religion 2) number of deaths 3) family issues 4)
bullying/teasing 5) institutional placement and 6) photographs. These areas of repetition
along with the general information from the answers to the questions resulted in the
themes described in the “Emerging Themes” section in Chapter IV. The answers to the
interview questions contained more information than I had expected prior to these
interviews. Consequently, in addition to simply answering the research questions in
Chapter IV, I described patterns of ideas that were new and unexpected.
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Parts of Chapter IV are presented as an “ethnographic short story” (Glesne, 1999,
p. 189-190). The individuals I talked to had stories to share. I found their lives and
stories to be of such interest that I placed the words of the people I talked with as the
main focus of Chapter IV.
Individual Portraits
To give the reader an idea of the personalities of the people interviewed, I have
included a brief description of the individuals I talked to. Each person was given a
pseudonym to protect the confidentiality of the participant. The description includes
observations and impressions from the interview.
Agnes
Agnes, age 66, used a wheelchair to maneuver around her home. Her home is a
corporate adult foster home with supported living services. She and I talked in her
bedroom at the home that she shares with three other adults. We tried to leave the door
open but there was a game being played by staff members and two of the people who live
in the home and it became a little loud with laughter and talk so we partially closed the
door.
Agnes did not seem curious or interested in the game or the activity outside the
door. On the contrary, her attention seemed to be directed to doing well on the initial
stage of the interview which included participating in the Peabody Picture Vocabulary
Test. She seemed to look at me for confirmation of right answers and took pride in
knowing so many pictures and their names.
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Agnes provided short answers to the interview questions. Since this was the first
interview I conducted, I didn’t exercise much flexibility or ask many probing questions.
As the questions went on, her answers became briefer. After the interview, she asked
staff to assist her in watching television. The staff person was surprised by the channel
and program she chose explaining that Agnes usually watched a certain cartoon channel
on the television.
Agnes had a broken arm and at the end of the interview requested if I could assist
her in moving to a nursing home. She had been in the nursing home once before and
seemed to think it would be a nice respite or change of pace for her. She appeared older
than the other people who lived at the home.
Ben
Ben is a 54-year-old man who was casually but neatly dressed. He waited
downstairs in his apartment building to meet me. He lives in an apartment by himself in
a high rise low income housing project for elderly people and people with disabilities.
His apartment appeared neat and orderly. He stood up or walked and paced during most
of the time we talked. He seemed to put his whole body into thinking about these
questions and formulating an answer. He periodically sat at the table where he asked me
to sit but only momentarily, whereupon he would continue pacing.
Ben seemed very conscientious about answering questions correctly. He struggled
to remember dates and other information. There were long pauses between words within
sentences at times. He often hesitated before starting to answer, seemingly to give the

49

question more thought and consideration. He sometimes showed me pictures to describe
answers to questions.
As we walked to my car after the interview, Ben told me he was wearing his
stepfather’s ring and shirt. He said he also was given other clothes from his stepfather.
The interview was about the stepfather’s death. Ben described himself as being about the
same size as his stepfather and seemed comfortable with this bequest.
Carl
Carl, age 50, and I met at his apartment in the community where he lives with his
wife. He and his wife had friends visiting so we went to a nearby restaurant for the
interview. Carl was a very talkative man, which made him “easy” to interview. He told
me about himself from the moment we left the apartment building.
His face expressively changed with his moods. He smiled frequently and
appeared happy when he talked about happy events and very sad when he talked about
sad events. He was in no rush to end the interview and seemed at ease in sharing any
extra thoughts that came to mind during the questions.
Carl’s clothes were worn and casual. He had graying hair and a short, slightly
overweight build. He seemed comfortable in the restaurant and in no hurry to go home to
his other visitors.
Daphne
Daphne, a 57-year-old woman, was sitting in her apartment with her foot up on a
stool when I arrived. She had a foot injury that has changed her lifestyle, according to a
staff informant, with some limits on her outings and activities. She mentioned a few
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times that she was not able to attend church or bingo these days. A staff member
wondered aloud whether she may have become a little bit depressed with being confined
to her apartment building and not at work the last few weeks.
Two staff members who worked in the residential apartment setting for people
with MR where Daphne lived voiced pleasure that I was there to talk to Daphne about her
mother’s death. They seemed to think that she needed to talk more about this event.
Daphne gave short answers to the questions from the study but continued to talk with me
when the questions were completed. This last conversation was important information as
she talked about her roommate who had also recently died.
Elbe
Elbe’s pretty red hair was noticeable as she walked into the apartment building
from her job. I also noticed that she was dressed neatly, attractively, and in clearly an
age-appropriate fashion. At first I wondered if she were a staff person or a non-disabled
person sharing the apartment complex. She was wearing a dress but she also wore tennis
shoes and casual socks. I asked her about the combination of the shoes with the dress
before our interview. Elbe explained that she did janitorial work at her job so she needed
comfortable shoes.
Elbe, age 23, sometimes repeated herself as she talked. Her body language
suggested that it was effortful for her to find and get her words out. She sometimes
corrected words and phrases but usually got her point across.
Elbe talked expressively, evidencing much emotion via changes in pitch and
speed in her voice. When she said she felt angry, she sounded angry, but not loud. She
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talked quickly and quietly so was difficult to understand at times. Ellie was only 23
years old but manifested a complicated social history, with a father who left the family
when she was a young child, a foster family placement and the death of her mother.
During her interview Ellie described close biological family relationships
including aunts, uncles, grandparents and cousins. She talked about a brother who
needed to assume financial responsibility in her family with her biological father’s
absence. Ellie reported that various family members talked with her and provided
emotional support. They also attended events like birthday parties and funerals together.
Ellie showed me numerous pictures of her parents and brother.
We met and visited at her apartment. She lives alone without a roommate but
staff are present within the building. As I left the apartment, I noticed the presence of
medication bottles and Ensure containers on the kitchen table. Although I couldn’t
exactly determine Elbe’s medical condition from her description to me, it sounded rather
serious and seemed to impact her life quite a bit (i.e., she was limited in activities like
contact sports).
Flora
Flora greeted me at the door to her apartment building. She lives alone in an
apartment in the community. Staff from a local residential agency meet with her at the
apartment on a daily schedule. She appeared anxious about me being there saying she
didn’t want her staff to find out I was there or she would be in trouble. She is not to let
strangers in her home and I certainly qualified as a stranger.
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I asked her if she would prefer not to do the interview but she seemed interested
and said go ahead. I reassured her that I had permission to visit from the vocational
program. About halfway through, I offered to end the interview as she continued to be
worried about her staff finding out she had let me in her apartment, but she continued
talking. Not too many minutes later, she ended the interview herself.
She seemed to enjoy the new company I presented but I could understand staff
protecting her as a vulnerable adult. I offered to contact staff or come back another day
but she didn’t want me to do that. Staff from her vocational center had given me her
name so residential staff were probably unaware of my visit. I had scheduled directly
with Flora by telephone a few days before the interview.
Flora is 68. She showed me a picture of herself as a child with parents who
looked much older than her and a sister and two brothers who were young adults or older
teenagers.
Testing
The following table outlines the results of the testing from the ICAP (Inventory
for Client and Agency Planning-Social and Communication Skills Subscale) and PPVT
(Peabody Picture Vocabulary Test-Revised). The ICAP is an instrument that staff
complete. Given the high scores that some staff assigned to the items, they were perhaps
comparing participants with other individuals with disabilities instead of comparing them
with the general population as the directions indicate. The PPVT was completed by the
interviewer with the participants on the prior to the interview questions being asked.
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Table 2
Testing Results

Sample

ICAP SSI
(x= 100, SD= 15)

PPVT SS
(x= 100, SD = 15)

1) Agnes

31

47

2) Ben

20

51

3) Carl

99

42

4) Daphne

20

40

5) Ellie

94

59

6) Flora

32

44

49.33

47.1

Mean
1 SS=Standard Score

Standard Score Equivalents of 61 and below on the PPVT equal Percentile Ranks
o f-1 and Stanines of 1. This would include the scores of all participants. Scores on the
ICAP and PPVT revealed low but adequate language levels. I concluded and observed
that the participants understood most of the questions presented in the interview. The
qualitative data presented in Chapter IV addresses the questions thoroughly explaining
that some answers were brief and there were questions from the interview that seemed
more difficult to answer than others.
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Summary
In Chapter III I described the process used to obtain interviewees and descriptions
of the people who participated in this study. I described the tests that were used to
determine language levels and the results of the testing. In Chapter IV, I will describe the
results of the study. I will answer the research questions with the information from the
quantitative and qualitative data.

CHAPTER IV

RESULTS OF THE STUDY
Introduction
In this chapter I will answer the research questions with the information from the
quantitative and qualitative data.
1. To what extent do people with MR view or perceive themselves as included in
funerals, family rituals, grief, mourning and bereavement activities?
2. Are adults with MR satisfied with their current level of inclusion in death and
dying rituals?
3. Is there a need to communicate differently with persons with MR about death,
dying, and grieving rituals?
4. What are some requests people with MR have for information or treatment
when the death of someone they care about occurs in the future?
5. Qualitatively, how well do persons with MR understand death, dying and the
rituals designed for adjusting to the death of a loved one?
First, I will provide the quantitative data as gathered from responses to the
questionnaires. The responses to the questions that included probing questions to
determine if respondents were satisfied with their participation or non-participation in
death and dying events and rituals will be included in this section. These ratings of
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satisfaction (+1) or non-satisfaction (-1) are used as a partial measure of inclusion in the
death and dying ritual events surrounding a loved one’s death.
The next step will be a description of the qualitative data from the interviews. I
used many direct quotations in this section since I believe that each person is very
capable of telling his or her own story. Exact words are used to provide a flavor of
respondents’ style and thought processes, not to hold these dignified volunteers up to
ridicule. Dashes will be used for names and places mentioned in the interviews to protect
the confidentiality of the respondents.
Emerging themes will be drawn out at the end. These themes are described
within the research questions whenever possible. Each research question is addressed
specifically but there are additional themes that have resulted from the conversations.
These additional topics (i.e., “Little Deaths”, an impermanent world, religious and
spiritual beliefs) seemed to be sparked by the interview questions pertaining to death.
Quantitative Data
Seven of the seventeen questions from the interview were analyzed with a +1
(positive response), 0 (neutral or confused response) or -1 (negative response). The
following table includes this information.
The first two research questions are partially answered from this information.
The responses from these individuals would indicate that they view or perceive
themselves as included in funerals, family rituals, grief, mourning and bereavement
activities. They are generally satisfied with their current level of inclusion in death and
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dying rituals. However, the qualitative portions of the interviews add more depth to these
responses.
Table 3
Satisfaction Levels

+1

0

-1

often you saw him/her before s/he died?

3

2

1

0.33

Funeral attendance - Attended and satisfied.

5

0

0

1.00

- Not attended and satisfied.

1

0

0

1.00

-Satisfied

6

0

0

1.00

Wake or prayer service attendance?

4

2

0

0.67

Burial service attendance?

5

1

0

0.83

Did you have a chance to say good bye?

4

2

0

0.67

5

1

0

0.83

2

2

2

0.00

Did you see him/her enough to be happy with how

Did you stay home from work between the time
of the death and the time of the funeral?
Did someone talk to you about your feelings
when

died?

Total
Percent of possible

+1

0

-1

29

10

3

69%

23%

7% 0.62
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Table 4
Mean Value of Satisfaction for all Events

-1

0

+1

[_______________________X______]

Sixty-nine percent of the responses from the people interviewed indicated they
were satisfied across all events, a relatively high figure. All of the participants were
satisfied with whether they attended the funeral or not. Five of six attended and were
satisfied. The other did not attend and was satisfied not to attend. From these responses,
people expressed contentment with the status quo.
The Interviews
The relationships between the subjects and the person who died included a friend,
an uncle, a stepfather and both parents. People volunteered to talk about other deaths and
relationships throughout the interviews, though. More than twenty-four deaths were
mentioned during these six interviews by the interviewees including siblings, cousins,
uncles, aunts, parents and friends.
When the participants were asked about favorite stories about the person who had
died, not everyone talked about this idea. However, events were described throughout
and at the close of the interview that were important to the interviewee and addressed the
question. Four out of six interviewees used pictures to help explain about the person who
had died.
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•

... I’ve got a picture of him - of me and my dad. There’s my step dad. And I

was pretty young there. And I’ve got curly hair.
•

She’s got brown hair, purple pants and a white blouse. There’s her picture in

there, in my room.
•

I have a picture of my dad.

•

That’s me up in that picture.. .He took that picture at (town) when we took our

pictures.
•

I’ve gotten pictures-a wedding picture of her. That’s my dad, my real dad but

he’s not around... That old one there that’s when she was in high school.
Establishing a Relationship
When asked to tell me how they felt about the person who died, five individuals
said they were very close as the following statements indicate:
•

He was really nice... He was a really good friend to me.

•

I thought of him like my first dad...I did love him (stepfather).

•

I was real close to her. She meant a lot to me (mother).

•

My mother I was. (I understood this to mean that she was closer to her

mother than to her father.)
•

Well, now she’s dead. What to say. She was coming down here every time

and she’d come down here and visit me sometimes...and crackerjacks...ya, we’d go to
the stores shopping. Daddy used to drive a brown station wagon (mother).
The sixth participant’s response was rated as “not very close”.
•

Well, I wasn’t really close to him but his kids were.. .(uncle).
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Earlier Ellie said,
•

Well, he was 88 years old and that was my grandma’s second brother that

died... When I was about ready to turn 21 he come up to the bowling alley up here in
(town) to celebrate my birthday and that’s the last time I seen him and oh I seen him
more. I saw him at my cousin’s wedding. I seen him at Easter, Christmas. That’s about
it.
It was important to establish that the person who died was a significant person in
the life of the respondent. Feelings and daily events may not be greatly impacted when
an acquaintance dies. A close relative or friend’s death will be more likely to cause
feelings of grief, mourning and bereavement.
Descriptions of Death
There was a mixture of responses to the question of what it means to say that
someone has died. Four people talked about feelings and two people said they didn’t
know. People talked about numerous deaths in their families.
•

When they lay in a coffin? I went up to his funeral you know up to (city) and

I asked this one guy if I could stand by him you know and he said sure go ahead so I did
and I started crying and that’s all I can think about him.
•

Well, it’s not too much. I knew that my brother was going to pass on because

he was so heavy smoking and he drank booze a lot and so I knew between those two that
something was going to go. He was torn to pieces when dad passed away. He was the
very first one in the family that passed on. Then my brother. Then my youngest sister.
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She passed on also. Cancer. It took all of her hair and her fingers were shot. She
couldn’t think straight. But she was a real nice girl and she had real nice hair.
•

That you.. .it makes you feel bad or like your best friend...(Elbe went on to

describe how she felt close to her mother. She then explained the foster family she lived
with and how she liked the father in this foster family.)
•

I don’t know what it means. I don’t know. What does it mean? .. .They can’t

come back alive, can they? (Flora sent the question back to me.)
•

Terrible. I don’t want to talk about it. It gets on my nerves.

•

I don’t know.

Elbe began to answer the question by talking about death but then she talked
about how her biological father had deserted her family when she was young. Although
not a focus for the interview questions, her father leaving was another significant loss in
her life.
•

My dad, my real dad, left me and my mom. He left me when I was five and

he never came back since. He never paid my bibs, my medical bibs or nothing, my child
support or nothing. My brother had to now because my mom’s gone.
Even though not technical or precise, the participants seemed to be able to express
the end of a life, the recognition of a sad change. Remembering death events triggered
other sad memories, such as a father leaving his family. Recalling one death event also
caused people to remember other deaths and funerals.
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Feelings
When asked how the interviewees felt when the person who was the focus of the
interview died, respondents readily talked about their feelings. I noticed, however, that
some of the individuals (Flora, Agnes) experienced difficulties with this task; their
answers tended to be short.
•

Not very happy. Sad, right?

•

I was kind of sad you know but I was happy that he lived to rest you know.

He didn’t have to suffer no more cause he had that Alzheimer’s disease and the
pneumonia, too.. .He’s gone up to heaven with the dear Lord.
Ben said he felt “kind of sad” at the death of his stepfather but then he brought up
another death event.
•

It really hurt me when my brother died, though. He was only 50 years old

when he died...
Carl described the death of someone who had been dealing with a terminal illness.
•

Well, I was kind of shocked but I was also kind of expecting it because she

was in an awful lot of pain and I knew that when she left the world that the pain was long
gone but I knew she was with God in the process. And the counselor that works with
(my wife) she said well now your mom’s gone and your dad’s gone and they’re dancing
together up there. And so well she just said that trying to cheer me up in ways. (Did that
cheer you up?) Ya, it did.
Ellie started talking about the death of her mother who had died a number of years
ago.
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•

I was, I felt horrible because I was, I wasn’t even around. I was at a camp.

She went on to describe the camp, what she was doing when the director came to
get her and how her brother told her that their mother had died. She remembered the date
and described the death as sudden, “suddenly it happened”, even though she knew her
mother had been very sick and near death before she left for the camp. I also asked her to
talk about her uncle, the focus of the interview.
•

It didn’t bother me but it bothered-Actually it didn’t bother grandma either. It

bothered her when mom died cause her whole face was red as a strawberry my grandma’s
face was because now she lost two of her kids. Well, the first one I didn’t really know
because my great uncle, my second uncle died. My grandma had three kids. The uncle
she has now is still alive but that’s the only child she has left.
People seemed to recall what was going on in their life or what was happening
when they were told the news, when they found out about the death.
•

.. .it was on that day the 17th of June my director came and got me before I

was going to take a nap and I said ‘why-why do you need me?’ He said, ‘ah.’ ‘Is my
brother here?’ He said ‘ya.’ And I said ‘why?’ ‘Because your mother died not too long
ago and then suddenly it happened.
•

My mom called me up and asked, did you know your brother died and here I

just burst out crying on the phone.
•

See one of my nieces called the office you know the office and told them their

grandpa died. That’s their grandpa. (A staff member) came up and told me and I just
cried.
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•

Yes, my brother in (another town) he called and he called me about dad, too.

I kind of expected a call from my sister because she lives in the same town but she
probably passed on from (sister) to (brother) and then (brother) relayed it to me. (Was
that OK with you?) Well, just as long as I found out. That was all that counted to me.
You see, it’s got to scatter around to (another state). I got somebody out there too, my
brother. So you’ve got to go to (state) to (state) to (state).
Ben described how he understood the death of his brother to have happened.
•

She called his boss up in (another country). He lived up there you know and

she called his boss and told him he doesn’t feel good and he’d try to make it in when he
could- told him he was going to lay down for a little while.
Then he snapped his fingers to indicate that his brother died.
People used words to describe their feelings: sad, hurt, shocked, expecting, pain,
cheer, horrible, suddenly, bothered, not very happy and happy. Their facial expressions
and behavior (e.g. pacing, changing the subject, moving their eye contact) were also
congruent with sadness and loss. I felt they understood the question and were being open
as they responded to me.
Time Spent with the Loved One
I asked respondents how often they saw their loved one. This was done to
determine if people saw their loved one enough to be happy with their time together
before that individual died.
Daphne hadn’t been told about the death of her mother until four months after it
happened.

65

•

I didn’t even see her.

Flora was rather neutral about seeing her parents before they died and then started
talking about church.
•

Yes. I used to go to church. Not quite so much. I used to go. I don’t go

anymore now.
Ben talked about when his mother and stepfather got married.
•

I think about.. .See he married mom you know on (date). That’s been about-I

was about 13.
Carl talked about visits to his mother and sounded happy about their time
together.
•

Yes, I was real happy to see her. Even when they were down in (another city)

I came down there once in a great while to visit them.
Then he began talking about his time spent in the institution.
Agnes shared her home with three other adults. One of her housemates died after
a long illness.
•

Yes. He was here (when he died).. .1 was with him quite a bit you know but I

was glad that he was gone to heaven so he didn’t have to suffer any more. The last time I
seen him was at his funeral.
Elbe talked about visiting her mother.
•

Ya, but the scariest thing was when I saw her at the nursing home at the time I

was leaving going to camp. The scariest thing was that she died right there right in front
of me. I seen it and her eyes rolled back up into her head. That’s how she died and then
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actually she died from cancer and the first kidney didn’t last very long. They had to rush
her to (a hospital) and you stayed right next to the hospital .. .and then when they
transferred her back here she was doing pretty good and then her mom told her - her
mom, my grandma-told her daughter to eat and she wouldn’t listen to her mother and
then she died. Her second kidney didn’t last very long either.
I think Ellie knew that her mother didn’t die at the time she saw her before camp
but she also seemed to feel like this was the end. It was the last time Ellie saw her
mother alive. Perhaps she was worried or felt guilty as she went to camp and her mother
was so sick. Maybe she would have preferred to be with her mother.
What she described sounded like a seizure. Witnessing this seizure was a
traumatic event that may not have been explained well to Ellie. Again, the focus of the
interview was her uncle but her mother seemed to be the primary person who had died,
from her experiences, and many questions about death and dying were answered about
her mother first.
When asked about seeing her uncle Ellie said briefly,
•

Not too often. O, ya, actually he was sick. He didn’t have no.. .he was just sick.
Participants didn’t complain about not seeing the deceased person enough before

they died. Even when distance was involved and visits sounded infrequent (Ben, Carl,
Daphne), the participants sounded content with time spent together.
Funeral Descriptions
The descriptions of the funerals were quite literal. There seemed to be some
confusion between the funeral ceremony and the internment. I detected that none of the
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respondents were involved in planning or participating in the funerals but people did
mention their attendance at this and other funerals.
•

Ya, I went to one.

•

Ya, I went to both of them. See, Paulette, they cremated my brother. They

burned him you know and sent his ashes up here.. .That was March the-sometime in
March.. .(What about your stepfather?) Ya. That was kind of rough but I made it
through. That’s all I can think of.
•

... A funeral is like when someone’s in a casket or buried in the dirt.. .People

gather around and listen to the preach telling God about the person that’s gone and then I
think we sing a song or something.
•

There were a lot of people there and when he’s got his eyes closed and his

arms are like this you know (She demonstrated this by crossing her arms in front of her
own chest.) and he smiled because he is kind of happy he won’t have to suffer no more.
•

I didn’t want to go. Yuck.

When Ben talked about the deaths of his stepfather and his brother, he referred to
going to the funeral as kind of a duty or expectation but he seemed quite positive about
being at the event.
•

I did. I didn’t want to but you know when someone in your family dies you

get hurt you know.. .But I wasn’t expecting my brother to go right away. My mom called
me up.. .did you know your brother died and here I just burst out crying on the phone.
That’s all I can tell you.
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Two of the women also talked about funeral attendance as a duty or expectation
but not in a negative way. In fact their take on funerals seemed quite similar in tone to
many non-disabled individuals. That is, funerals are an unpleasant but required
obligation.
•

Ya because I was part of the family and I cared about them. (Elbe)

•

Yes. Well everybody else was going so I went too when the rest of them

went. Agnes was referring to the staff members and the other three people who lived in
the home.
People also referred to other funerals they had attended in answering this
question.
•

Yes, I did. I even attended my dad’s funeral.

•

Ya and I attended my mom’s and I tended to a little cousin of mine but the
one I didn’t tend to was the in (another town).

Daphne was the only participant I interviewed who had not been told about a
family member’s death when it happened. Her mother died in April and she was not told
about it until about four months later. Staff members expressed outrage that Daphne had
even sent flowers to the nursing home in another city for her mother on Mothers’ Day,
thinking she was still alive. They wondered who got the flowers. It was curious to me
how she responded to these questions.
•

(And you didn’t attend the funeral?) No. (Did you want to?) No. I should
say not because she said she was too old and she was writing letters to me
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sometimes.. .Yes, when she was young. Now that she’s too old, the Lord
called for her.
From the answers to this question, attending funerals was difficult (“kind of rough
but I made it through”) but important for people. People who attended had a certain pride
or sense of importance in attending the funeral events. Three people mentioned religious
themes during these questions (the Lord, the preacher and God) and references to not
having to suffer (i.e. going to heaven) any longer.
The Wake/Prayer Service Attendance
The question about attending the prayer service or wake did not seem to be well
written, as people didn’t seem to know what I meant or else had not had much
involvement in this activity.
•

In the church they had the family in a room and talked to us you know. And

up in front they had us sit just the family. And that’s all I can think of. (I couldn’t
determine if he meant the funeral or another service by this description.)
•

Yes there was. Yes I did.

•

Yes...

•

That was a long time ago.

•

Yes. There was a funeral - the minister. ..Yes then we went home. We went

over to his parents and talked to them. His parents were there, too.
I should have asked more follow up questions as an interviewer to get more
information.
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The Burial
This was another question that I should have asked more probing questions to get
more information. However, people also indicated some reluctance to talk too much
about this area.
•

I ain’t going to nobody’s grave. No way.

Daphne volunteered this statement before I even asked about attending the burial.
The other respondents were quite brief about this ritual.
•

I kind of felt like you know I wasn’t his son you know but I was his stepson.

That’s all I can think of now.
•

Yes. I did.

•

Not my cousin’s I didn’t, I mean my uncle’s I didn’t because that was just for

kids, my cousins, just for them.
•

Not me. They did it. Not me.

•

Yes. He was already buried.. .The rest were going so I went, too. Then we all

came back.
The three events I associate with a death are the wake/prayer service, the funeral
and the burial. There are variations to these events in different families and in different
communities. Funerals may be held with no prayer service or wake. A cremation takes
the place of the burial. People answered these questions from their experiences. The
lack of detailed explanations may have been due, in part, to my lack of probing questions.
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Saying “Goodbye”
When asked if people had a chance to say good-by to their loved one and if they
were satisfied or happy with their time to say good-by, Ben explained that he was in
another city when his stepfather died so he wasn’t with him. He said he had a chance to
say good-bye to his stepfather at the funeral. Carl said,
•

No, I didn’t. It went too goldarn quick.

Elbe answered this question, as she had with many other questions, by talking
about her mother first.
•

No, she was gone before I got there. She died right away in the nursing home

when I left to go to camp (mother).
•

No, he died right I think.. .in the hospital (uncle).

Agnes talked about her friend/house mate.
•

No because he was already in the hospital and that.. .No, he died here in the

middle of the night I think...
None of the people were with their loved one when they died and no one
expressed the desire to be at the deathbed. Daphne’s roommate died a few years ago in
the apartment where she continues to live. She had the responsibility of getting the staff
person to help in this situation. Daphne chose to share this story with me when the formal
interview questions were completed, while I was starting to put away the interview paper
and tape recorder. I complimented her for handling this difficult situation so well.
•

Did you see... my roommate? She’s diabetic. I used to have (name of

roommate). She died of being a diabetic. A long time ago. 3 years ago. She was an
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awful diabetic and she went home on Easter and Christmas last year and I know her.
She’s up in heaven where her dad is. Yep. He died right in bed. She died right in that
chair. (The chair where I was sitting.) Yep. I told staff she had a diabetic (seizure). She
had a diabetic. She was shaking all over the place. I told staff. I went. Staff called her
and took her in the ambulance. I was scared. Scared me half the night. She would sleep
on the couch, the couch and she was shaking to beat the band. Someone’s gotta
tell... They said, “Daphne, you done a real good job.” I know her sister too. Ya. Her
sister cried. We have to put flowers on the grave. We know where her grave is. We
can’t find it. She’s got a mom and a sister... no when it’s too hard when you lose
somebody. When I lost my mom its’ not very funny. Even lost my dad. He had ulcers
and was sick. He had ulcers in his system one time and we took him to the hospital and
got the ulcers out and he had gall bladder. Ya.. .the hospital. Yep. When my foot gets
better...(You’re waiting for your foot to heal?) Ya. 4:30. No I can’t go. (She was
referring to being unable to attend church and bingo due to her injury. Would you like to
have a roommate?) No. No, I used to have (a roommate). No more. She’d always grind
her teeth...used to have diabetic. Sometimes she’d grind her teeth. Stop doing that. She
keeped on doing it. She died from diabetes.
Daphne expressed fear but this seemed to be of the event, not death itself. She
displayed courage. Her story may be reflective of a lack of complex understanding about
death but it certainly seemed heartfelt. She remembered her roommate’s death, the death
of her roommate’s father and her own father’s death. Limitations in conceptual
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development as well as language skills may be part of limitations in understanding but
not in emotion or caring about other people.
Time Between the Death and the Funeral
Although Ben wasn’t given time off from work right after his father died, he was
given time away from work to travel to attend the funeral and visit afterwards. He
seemed very satisfied, even grateful, for this treatment. He seemed to feel that this was
fair.
•

I had to work. It was kind of hard but my boss gave me about a week off you

know to go up there.
Carl was retired when the funeral for his parent was held so was able to travel to
the city where his mother lived. Agnes attended her day program but she was content
with this plan.
•

I like the DAC (Day Activity Center).

Ellie, the youngest interviewee, seemed a bit more confused about the time spent
between the death and the funeral than some of the other interviewees.
•

Ya, I stayed home from work for my uncle (and referring to her mother’s

death) But I stayed home from camp.. .1 did go to camp. I was going to stay there, if I
had heard before at the nursing, before I left, I mean. I said mom I’m going to camp now.
I’ll call you when I come back, if nothing happens.
Flora said,
Can’t help it. Can’t. Can’t help it.
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She quickly changed the subject again to talking about tape players. I didn’t press
the issues with her because she was so anxious about me being in her apartment already.
The participants were satisfied with how their time was spent between the death
and the funeral, from their responses to the questions. There were no protests or grudges
expressed to me about how this time was arranged. Even Ben, who had to go to work
until he left for the funeral, seemed agreeable to how this time was handled.
Talking about Feelings
Having someone to talk with about their feelings when their loved one died was
the next question. It seemed important to the participants to talk about their feelings as
evidenced by the following comments. They recognized talking about their feelings as a
need and also indicated it was helpful
•

Yes. It did. It kind of bothered me you know since he died.

Carl was fortunate to work with a staff person who has known him “since 1970,
January 5, 1970.” But he still would have liked more attention or talking at the time.
•

Yes, it did (help) because otherwise I’d be-I’d probably be-like crazy-but it

seemed more at ease when he was talking... Well, not enough-I was living on my own-to
keep myself from getting bored I’d well I play cards so I’d sit down and play some cards
to keep my mind off other things.
Elbe saw a counselor and also listed many family members who talked with her.
•
died.

There’s a lot of people that tell me about feelings about family and people that

75

Agnes, whose housemate died, initially said people didn’t talk with her about her
feelings but later explained that staff at the day program were available to talk.
•

No. You see I had to go back to work and they had to go back to their work

too....No, I didn’t...over at the DAC I did.
Daphne responded,
•

No. I think about her every day...Yes I do.

Four of the people who responded to this question recognized who their support
systems were and remembered them talking to them after the death. Support people
included counselors, residential and vocational staff and family members. Peers weren’t
mentioned in this answer.
How They Felt Concurrently with Interview
When asked, “How sad do you feel now when you think about (the person who
died)?" participants sounded fairly unemotional at this point. Agnes alluded to religious
beliefs. Ben said,
•

I kind of feel a little bit sad- a little bit but not that bad.

Elbe said,
•

I’ve been working a lot and not worried about mom. I’ve been doing things

on my own and I’ve been thinking about her but sometimes I just think about being
myself and stuff. I’m just thinking about the family that are still living, that are still
around.
I asked Elbe about her uncle’s death.
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•

Not really. I don’t feel real bad but I know it was time for him to go and time

for my mom to go and it wasn’t time for (a relative who died as a child) to go though
cause he had like letters and flowers and everything from the school. His mom was
really mad since now they got a new little baby and now guess who’s not here to see
her.. .a little girl... Ya, she is. I’ve seen a picture of her. Red hair and that’s where the
family is from, red hair...
Carl said,
•

Well right now I don’t think too much about her because I know she’s at ease

right now and in no pain but once in a great while I do think a great deal about her. I was
thinking back there all the things about making an afghan and making cookies and that...
He seemed kind of wistful, remembering things he may not have thought of
recently.
Agnes, whose friend/housemate died, said,
•

I don’t feel sad now but I’m glad he’s out of his misery and he went up to see

the dear Lord you know but I still think of him now you know.
Flora’s remark seemed to present concrete, idiosyncratic thinking but not much
information on feelings or adjustment.
•

I’m not going to say no more. They can’t come back no more, right?

This may have been a difficult question. It is rather abstract. The research
indicates that stages of grief come and go. I marvel at how the people I talked to were so
open and certainly seemed to try to give their best effort to answer most of these
questions in their own way.

77

What Would Have Helped?
The question, “What helped or would have helped you feel better near the time
that____died?” produced a variety of responses. For the most part, people chose to talk
about the individual who died at this point, in addition to their own feelings.
Ben said very emphatically,
•

Nope. Nothing.

Ben had been doing such a careful job of answering my questions to this point, he
may have been getting fatigued with the difficulty of both the emotional and mental toll
this was taking. Or he may have been completely of the belief that nothing should be
different. Ben was one of the people who put his whole body into the interview by
pacing, showing me pictures, thinking for moments before answering questions. He
seemed to work hard to do a good job.
Carl said,
•

Well, the best to me was that she wasn’t suffering any longer. She had all

those problems. I can’t exactly remember. She had arthritis in her fingers and her legs
were all crippled up. She could still walk and drive but not that well. And it was a good
thing she was nearby her daughter so her daughter could take care of her if she ever
needed the help.
Ellie said,
•

I would say that if I felt a little better my mom was still alive and seen that I

was there at the nursing home instead of her eyes going back. If she was still sitting there
laughing and I would have told her. She would be happy, if I was gone to camp.
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I think this meant, in part, that she didn’t get a chance to say goodbye to her
mother, as she knew her mother. Ellie may have wished their last moments together to be
more positive-not so traumatic for her mother and her. She wanted her mother to be
happy, laughing, recognizing her visits. I think she was being honest saying she wishes
her mother was still alive-not in an unrealistic way-just because she wants her mother to
still be here.
Agnes answered,
•

I’m happy that he don’t have to suffer anymore but then I just went on with

my own work and every now and then I think of him you know and the times that we had
together.. .Sometimes once I even taught him how to sing and he used to do that too. He
was real slow you know but sooner or later he got the words.
The participants were able to identify with the idea that someone else is in pain,
someone else is suffering. Death ends this suffering and pain. Participants were able to
express relief and happiness that the pain and suffering was over in addition to the
sadness of the death. Each of the respondents expressed a religious theme at points or
throughout their interviews.
What Helps People Feel Better Now?
Both brief and long responses were included in the answers to “What helps you
feel better now if you’re missing (the person who died)?” but people didn’t really answer
this question except to express loss. The idea is again complex. Also, feelings of grief,
loss and mourning change over time.
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Ben explained,
•

See my brother and me are just family you know family. We’re blood

relations you know and it kind of bothered me but I’ll be OK.
He went on to describe how his brother made a home video movie for him of his
family that included the interviewee. Then he asked me, “Do you think I should keep
praying for my dad and my brother?” I told him that would be up to him and possibly his
church leader. “Ya, I know, it’s up to me.”
Carl explained how his father had “raised” him to ignore people and how he tried
to do that.
•

That’s a good question there. I just don’t try to think about it now because

dad he raised me to ignore people and well I did that.
He told me a long story about how he had worked on ignoring a bully when he
was a child on the playground at school.
Ellie expressed concern about her own health. Apparently, she has a medical
diagnosis similar to her mother and has some health restrictions on activities like contact
sports.
Daphne said,
•

Feel better now? I don’t want to talk about it.

I didn’t push the question but wondered. Daphne was the only person who was
not told of the death until after it happened so she was not given the opportunity to make
the choice of participating in the funeral and other events at the time of the death.
Perhaps there were unresolved issues from being left out of this process.
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Agnes said she would talk to the parents of the person who died but when I asked
her if the parents had visited the home where the interviewee lived since their son died
she said they hadn’t.
Although participants were not overcome with tears or other outward signs of
extreme sadness, they were obviously touched by the death event they were discussing.
It was emotional and at times difficult for them to answer my questions. However, they
probably did feel better now than when the death first occurred. Some of the coping
mechanisms mentioned in earlier answers (playing cards, working, talking with people)
might have served them well in their grief work.
Advice
The next question asked what advice they would give to a friend if their loved one
died. Daphne said she had no advice. I had ended the interview with Flora before this
question was asked, as she had continued to be anxious about talking with me. The
following quotes are from the remaining four participants.
•

I like love and respect them but one time I had a friend that lived here. She

lived in (another town) now.. .She said she was happy that my mom died.. .1 even loved
my mother cause when I went to school...1 always said ‘hi, mom’ cause she used to work
in the kitchen in elementary. She used to wash dishes and I would say hi mom and would
.. .then suddenly she passed away...
Elbe seemed to be still struggling for meaning in her relationship with her mother,
the death event and how a peer treated her. She was off topic and didn’t really answer
the question but may be able to do so differently in the future. As the youngest
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interviewee, she doesn’t have the life experience the older respondents have had to deal
with all of this.
Ellie was the only interviewee to express that she really wished her mother were
still alive. Ellie had not been institutionalized but did have the stresses of a foster care
placement due to her mother’s failing health and a father who deserted her family when
she was a child. Also, she has health problems of her own that sound quite major.
The next three answers came from Agnes, Ben and Carl.
•

Gee I don’t know. I don’t know what advice I’d give.. .and sometimes try not

to worry about him you know...
•

I don’t know. That’d be kind of. I could tell them don’t worry. It’s part of

life. I know it hurts too you know. I went through the same thing and I was just. I’ll tell
you this. If you’re dad died, I know it would bother you. So pray for them. That’s it.
•

Think of the-just think of the good things that happened with your family.

Like for instance with your sister gone. Think of the good things that she did for you.
Don’t think of the worst. Think of the good things. Cause if you sit there and you dwell
on them its going to bother you more. But if you think of the good things what they did
and how long they’ve been around and if they’re suffering or anything. Now you don’t
have to worry about them suffering and that’s the way I look at it anyway. Like my
mother, I knew she was suffering. Now she’s not suffering anymore. Dad wasn’t there
to help her. She only had her daughter. Well, what if her daughter wasn’t there like, for
instance, what if they moved? Then what? Mom’s sister, well, her sister, she’s stuck in a
wheelchair.
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These answers all contain the theme of telling people not to worry because,
eventually, everything will be all right. Ideas of death being part of life (i.e. natural) but
hurtful are also conveyed. Religious ideas of praying and death being an end to suffering
are mentioned.
Agnes went on to describe how she got busy with her own work, a typical
response from people. These individuals are truly survivors of many life events. Their
positive attitudes come through, even in the face of death (I went through the same thing;
think of the good things; try not to worry).
Future Planning or What Could Have Been Done Differently?
I asked the respondents if there were anything they would like to see happen
differently when someone else dies. This proved to be a difficult question for them.
Pauses and waiting to answer, body language and appearing to put much thought into the
answer evidenced this. Perhaps the question may have been a bit too abstract. It also
may have been rather meaningless since the people I talked to were for the most part
quite satisfied with their experiences. Why would they want something to be different
when they thought things were acceptable? Answers included:
•

I guess not.

•

Not right now I can’t.

•

Some days I’m going to go. Some of these days. We can’t stay on earth

•

I’m just there for them in case someone died. Like one of my job coaches lost

forever.

one of her brother in laws. He was a remodelist like working in buildings and stuff.
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•

Happen differently? I don’t know. The way I look at it, no. Everything

should be the same way because if you take it the wrong way it could hurt you a lot more.
That’s the way I-I try my darnedest to not be shook up. You’ve got to think of other
people besides yourself. Just like I did with this lady and her husband. Now I was
thinking of her husband- not her- and I was also thinking of my landlord. We’re real
close friends and she couldn’t do anything but I had the opportunity to do it. (What do
you mean?) Well, I could help her get out of jail but she couldn’t. I just wish people
could do the same thing, you know help people in that process instead of running and
things. They could help them with something. That hurts more like, for instance, they
had somebody in their family that dies. How would it be towards them? Would they
hurt? Yes. They would hurt but have you ever thought that maybe the other people
would hurt more? So that’s helping in ways and I’m not sure but that’s the way I look at
it. They’re helping the person. See they’re coming to you for advice and that feels good
when people ask for your help.
There seemed to be a theme in these answers of being friendly, just being “there”
for people. Perhaps people were emulating counselors, staff, family members and friends
who had treated them respectfully and had taken time to spend with them, especially with
problems in their lives. Helping and thinking of others were also ideas from these
answers.
Closing Questions
When I asked if the interviewees had any questions for me about death and dying,
I heard more interesting stories. Carl, for example, reminisced about his friends:
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•

Did you know about (my friend)? Now he’s a blind person and he used to live

with me. Now I don’t know if he passed on or if he’s still around but anyhow. Now he
was able to work and everything you could think of under the sun. He knew how many
steps were down and how many steps he had to go up and he could tell when the water
was dirty and when it was clean. Now that’s amazing that somebody could do that even
when he can’t see. You’ve got to think now what took his eyesight though. That’s what
I’d like to know but I never got a chance to ask him...
As we had walked to the restaurant where we held the interview, he had told me
about two friends who had died a number of years ago. I asked him about this.
•

Well it was kind of rough but I just had to accept it but I’m still. Now when I

have a seizure it still scares me because he died from that seizure but I’ve been pretty
lucky in the process and I’m still around. But you’ve got to think now... he had a lot of
other problems in the process. He even had cataracts removed from his eyes. He had this
problem of wetting his bed at night so I mean his kidney was out of joint. So I knew he
was suffering but he’s not suffering anymore. But he was a good close friend of mine.
That’s where the pain came/hit.. .Oh, that was quite a few years ago, even before I got
married. I’d say in 73 or 74, something like that.
In this account, Carl seems to be identifying with the death experience of others
and also expresses a fear of death; “.. .Now when I have a seizure it still scares me...” As
described earlier, Daphne brought up the topic of fear when she talked about her
roommate’s death. She expressed both her realization of the presence of death and said
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she was “scared”. Her description of not being able to sleep well that night sounded like
a rather normal response to this event.
Institutional Life
Although not a question on the interview form, people talked about the institution.
I thought these remarks were important as talk of death brought up memories of Public
Residential Facilities (PRFs). Are these a sort of symbolic death? It was meaningful that
talk of death brought up thoughts of a former part of life spent in an institution.
I also wondered about Ellie referring often to her foster placement. Although
usually more positive than an institutional placement, a foster placement is a change in
family structure and a stressful event. This, too, could be considered a symbolic death.
Carl explained,
•

I was down there in (PRF) and I was there for 9 years and one week and then I

came from there down here. So when I was 13 that was the last year for me to be there,
(to be living at home?) Ya. And that’s where mom said it’s a bad move for me to makefor all of us to make-and I think the reason why was the way the school was treating me.
(The school ?) No, the (PRF). See down there in the (PRF) there you couldn’t bathe
without some employee standing over you while you bathed. And they’d read your
letters first before we’d get them. And well it just was so goldarn rotten and they’d
blame things on other people when something happened that they haven’t got no proof
on.... We all call that the bug house down there.
Daphne also described a large Public Residential Facility (PRF) where she lived
for fourteen years, until she was about twenty-seven years old.
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•

I used to live in (PRF). I don’t like it. So I moved down to (here)... No,

because they always tease people.... Yes, and they took the boss’s food. Eating the
boss’s food. I used to work in the kitchen... Ya, with (staff person).... That was a staff. I
was 13... I been there for 14 years... (Did your parents visit?) Not much but they do down
here... Daddy used to have a brown station wagon... Ya, go out to eat and go shopping...
Summary of Results and Emerging Themes
I have placed the emerging themes into the research questions.
Research Question One: Experience of Death and Dying
People who have a diagnosis of MR view or perceive themselves as included in
funerals, family rituals, grief, mourning and bereavement activities. A connective thread
throughout the interviews was a basically positive response to how people viewed
themselves as included and involved in death and dying rituals. Indeed, family members
and friends were described as very important to each of these individuals.
•

I kind of miss my mom and I kind of miss my sister and I kind of miss my

whole family and I wished - I was going to ask you - you know - and I don’t know - and
I love them all the same like they were alive.
Research Question Two: Satisfaction with Inclusion in Rituals
The quantitative data review stated that 69% of the responses expressed
satisfaction with how they were included in the funeral and parts of the death and dying
event, 23% were neutral and only 7% of the answers indicated they were not satisfied.
Two of the unsatisfied remarks referred to if people had talked with them enough about
the death event (two of the negative answers) and the third referred to if the person had
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seen their loved one often enough before they died. This was the answer (“I didn’t even
see her.”) from Daphne, who had not been told about her mother’s death until a few
months later.
Adults with MR reported they are satisfied with their current level of inclusion in
death and dying rituals. They were grateful or at least acknowledged the help and
support of staff members, family members and counselors at the time of the death. Other
family members were identified as being in touch and present with the loved one when a
close family member was sick and dying.
People with MR may be conservative in requesting changes. In this case, they
take what they are offered in life, despite objective evidence that they did not enjoy
normalized access to death and dying rituals. Acquiescence bias may be part of this
response but I also felt the participants were genuinely satisfied.
Research Question Three: Communication about Death, Dying and Grieving Rituals
There is a need to communicate differently at times with persons with MR about
death, dying, and grieving rituals. Like all of us, the respondents expressed feelings
including some relief when someone with a terminal illness or much pain dies. They also
expressed sadness and loss. Participants said they cried. Daphne said she couldn’t sleep
well the night after her roommate had died in the apartment they shared.
The interview stressed the meaning of death and dying (See Appendix C, Items 13) yet no consistent conceptualizations were noted. The participants tended to answer the
questions about death with responses about more personal reactions (i.e., their feelings or
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the feelings of others). They said there would be no more suffering, an end to
pain/physical sensation.
Two of the participants mentioned unhealthy lifestyles of not eating right,
smoking or drinking as a partial cause of the deaths. Two participants mentioned old age
as the cause of death. One third of the participants described seizures as the cause of
deaths. Answers tended to be short.
The participants conceptualized funerals and other death and dying rituals in
vague ways and seemed to have difficulty describing the events. (See Appendix C,
Questions on the interview: Do you know what a funeral is? Would you describe a
funeral to me? And what happens at funerals?) They didn’t explain thoroughly or in a
sophisticated manner the medical causes of the deaths. With the one accident reported,
the reasons for the death were not fully explained (e.g., head trauma, heart damage). Ben
said his brother had a cyst.
•

They say that was a cyst and that’s all I can think of about him.

Elbe described a death.
•

I’ve known someone from___. She has troubles with her back and she died

in a store down in ___and she went shopping I guess and then someone saw her dead in
the back of a store and I don’t know how old she was but... Actually a friend of my
grandma’s but I don’t know how friendly she is to her but I always played Skip Bo with
her and stuff and I didn’t really know who she was but she was my aunt.
These answers may reflect communication problems of receptive and/or
expressive language. They may reflect a developmental level producing difficulty with
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abstract concepts. Perhaps these individuals have a lack of knowledge because of an
attitude toward people with MR (i.e., infantalization) (Hollins, 1995; Lavin, 1989). They
may not have been told the facts nor had the medical situation of their loved one
explained thoroughly.
Either their memory of the events or the interviewees’ ability to express what they
did recall was sketchy, often resulting in idiosyncratic associations, seemingly in the
effort to recall people and events associated with death events. They may have been
confused about time.
They also seemed to be rather unaffected at moments by the death.
•

They got old. They died.

•

No, I should say not because she said she was too old and she was writing

letters to me sometimes.. ..Yes, when she was young. Now that she’s too old, the Lord
called for her.
•

Sometimes they, funerals, don’t bother me but you know when you’ve known

someone for so long and then it doesn’t bother you.
Some deaths were referred to as sudden or shocking.
•

Well, I was kind of shocked by I was also kind of expecting it because she

was in an awful lot of pain...
•

Because your mother died not too long ago and then suddenly it happened...

•

But I wasn’t expecting my brother to go right away.

Carl, an Elvis Presley fan, connected a death event to Elvis’ death. (When did
your dad die?) “1978 I believe it was. Right after Elvis Presley. Elvis Presley died in 77.
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My dad - he died in - I think it was Oct. 26, 1978.” This is one example of how people
used other big events to recall a death.
The idea of life going on was expressed.
•

He works with the people that like always on Memorial Day how we always

put flowers on the people that died and stuff... Ya, he was that and every body knew him
in (town) and helped put the flowers like salute the people that are gone at (the) Cemetery
... But now it’s his friends that helped and worked with my uncle that put flowers by
him and his wife...
•

I’ve been doing things on my own and I’ve been thinking about her but

sometimes I just think about being myself and stuff. I’m just thinking about the family
that are still living, that are still around.
•

... but then I just went on with my own work and every now and then I think

of him you know and the times that we had.
•

Life has to go on. That’s the way I look at it.

Research Question Four: Requests for Information or Treatment
This sample of people with MR had limited requests for information or treatment
when planning for the death of someone they care about in the future. The lack of
responses in this area may indicate a need for increased education or training. They may
be unaware of resources or support.
Research Question Five: Understanding Death and Death Rituals
Qualitatively, persons with MR understand death, dying and the rituals designed
for adjusting to the death of a loved one to differing individual degrees. The participants

91

used common coping skills of talking, ignoring, religion, and pictures/videos, but more
education, training and assistance with this adjustment would seem helpful.
Life markers, such as graves were “lost” to their experience. They may be having
difficulties with the memorializing aspects of loss rituals. People with MR may need
assistance to memorialize their loved ones after they have died.
The participants had experienced multiple deaths. The topic of one person and
their death and funeral seemed to evoke memories of other people’s deaths and funerals
as the six interviewees mentioned more than twenty four deaths during our conversations.
Since they seemed to experience no more deaths objectively perhaps this could be a
subjective reaction.
Deaths are big events, which renders them very memorable (Bowlby, 1980;
Worden, 1982). Perhaps the interviewees have a confused sense of time and one event
runs into another. They may have sensed a captive audience and needed or wanted to
talk about death and dying. There may be “unfinished business” from some of these
deaths or they were trying to please the interviewer by talking about many deaths.
Even in the face of a “touchy” subject, respondents appeared interested in sharing
life stories. They often extended the conversation beyond death to other life events, to
the point of showing family photos and other belongings. Talk of death brings “wistful”
reminiscing about friends and family members. The respondents were eager for
conversation and contact.
•

I was thinking back there all the things about making an afghan and making

cookies and that...
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•

I used to wash dishes for her when I was a girl. She gave me 25 cents.

•

.. .and Crackerjacks... Ya, we’d go to the stores shopping. Daddy used to

drive a brown station wagon.
Additional Themes
Home Visits
Something in the conversations regarding death caused these individuals to
process verbally their attitudes about family, but most especially home visits. A desire to
visit home and to go on home visits was expressed emphatically by four of the six people.
Families were portrayed in various ways ranging from warm and involved to distant and
“mean”.
•

My sister, I didn’t like her. Too mean, too mean, she was too mean. You

know that she was too mean, that’s all. Not nice, not nice. Can’t go home anymore. She
wouldn’t let me go home. Can’t now...
•

I was just thinking... See my sister wants me to move up there to (another

state) with her you know but I was just thinking if I should.
•

I want to write a check. You’re going home, you’re going home, you’re going

home...Teasing. (So other people say they’re going home?) Yes... Tease people. He got
a checkbook and he teases people that can’t go home. (So you kind of feel like he can go
home but you can’t?) No. I cannot.. .Nope I can’t go no place until staff takes me places.
•

Well, this is my other family but because but they’re in my mom and dad’s

decisions-in that spot-because I don’t have no dad or mom anymore and as long as they
are my foster family I can. They can be just like my real dad or mom, too, and they’re
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fun to talk to except the mom and dad are fun, too. The brother, the foster brother is fun,
too.. .No, this is my real brother and my foster parents, my foster family’s parent’s
daughter that-who don’t get along with me and she thinks I’m taking her family away
from her and her dog and I had a reason to live there and she had to suffer-suffer me
living there under that roof in their house and so... Ya, she was kind of jealous and I was
the same. I was a little jealous of her cause she always does the things that I don’t
like.. .No, she was 16 years old when I was 20 so now she’s happy that I moved out. I
loved living there especially when you have a nice puppy and a nice son and someplace
to live.. .Yep, I get along with the son, the dog and his parents cause every time I try to
get a hold of her mom or her dad, she always says “No. Go away.”
Impermanent World
Some interviewees talked about friends and staff as closely and sometimes even
more closely than family members. Yet, these interviewees seemed to portray an
impermanent world. People, even valued people such as well-beloved staff or family
members “came and left”. I got the feeling that they viewed this as “the way of the
world”, not expressing much dissatisfaction with it. This fits with the theme of death as a
leaving, an ending.
•

I don’t know if her sister down there in ___is still alive because right now

she’d be 100 years old and I don’t think she could live that long.
•

She was our teacher then but not no more though.

•

Now I don’t know if he passed on or if he’s still around but anyhow.

•

One that moved because she swears so much.
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•

___used to be my trainer. He quit. He got a job.
Religion and Spirituality

All interviewees mentioned religious and/or spiritual issues associated with death,
some more intensely than others. The ideas of heaven and prayer were associated with
what happens to people when they die. The main conceptualizations supported from the
qualitative data include:
1) Pain/suffering are ended by death.
•

.. .she was in an awful lot of pain and I knew that when she left the world that

the pain was long gone.
•

He didn’t have to suffer no more cause he had that Alzheimer’s disease and

the pneumonia, too...
•

He was gone to heaven so he didn’t have to suffer any more.

•

.. .and he smiled because he is kind of happy he won’t have to suffer no more.

•

I’m glad he’s out of his misery...

•

Sol knew he was suffering but he’s not suffering any more.

•

... Well right now I don’t think too much about her because I know she’s at

ease right now and in no pain but once in a great while I do think a great deal about her.
•

I don’t feel sad now but I’m glad he’s out of his misery...

•

Well, the best to me was that she wasn’t suffering any longer.

•

I’m happy that he don’t have to suffer anymore...

95

•

.. .and if they’re suffering or anything. Now you don’t have to worry about

them suffering and that’s the way I look at it anyway. Like my mother, I knew she was
suffering. Now she’s not suffering anymore.
2) The participants expressed a belief in God.
•

I knew she was with God in the process.

•

People gather around and listen to the preach telling God about the person

that’s gone and then I think we sing a song or something.
•

Now that she’s too old, the Lord called for her.

•

And he went up to see the dear Lord you know...

•

Do you think I should keep praying for my dad and my brother?

•

So pray for them.

3) The participants expressed a belief in an afterlife.
•

Now your mom’s gone and your dad’s gone and they’re dancing together up

•

He’s gone up to heaven with the dear Lord.

•

That they’re looking down on me and saying not to do the same like them...

•

(She)’s up in heaven where her dad is.

•

I’ve been working a lot and not worried about mom (as if she’s still alive).

there.

4) Discussion of death brought up discussion of churches.
•

I used to go to church. Not quite so much. I used to go. I don’t go anymore

now. I have to go to that wedding deal next Saturday.
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•

In the church they had the family in a room and talked to us you know. And

up in front they had us sit just the family.
•

There was a funeral-the minister.

•

I just went to the funeral to the ceremony at the church in (one town) and the

church in (another town) and the church in (another town).
Little Deaths
The interviewees brought up losses in addition to death. These losses included
institutionalization, a parent remarrying, a parent deserting the family, staff leaving,
friends and acquaintances moving/leaving, family members who lived a distance away,
pets that were important and missed and a foster family placement that was missed. They
also mentioned their own disability.
•

.. .and me I’m just a crazy janitor and I’m not working anymore.

•

A lot of painful things had hit mother too besides me but I have to live with

whatever happened. Life has to go on. That’s the way I look at it.
•

Since I was a little girl-spells, chicken pox, pneumonia.

•

I’ve got disabilities.. .1 can’t play contact sports.

•

I’m only one girl in the whole family. (I included this remark because of the

word ‘only’. This woman has two brothers.)
The institutionalization of people with MR caused much loss for people and may
be termed a “little death”. Time with their family, relationships with family and friends,
homes and communities were lost. For Carl, the loss of contact with his mother and
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family when he was placed in the institution may have been similar, perhaps as difficult,
as the loss when she became sick and died.
A concern from four out of six people interviewed described teasing or bullying
they had experienced during their lifetime. This idea was not part of the interview
questions so perhaps the topic or feelings related to death and dying somehow brought
out feelings and events that were similar to that of being teased or bullied. I would
speculate that people might have felt that the death and illness were out of their control in
a way similar to people mistreating them might have made them feel. Bullying/teasing
may be referred to as a little death.
Summary
People with mental retardation interviewed for this study:
1. Saw themselves as included in death and dying rituals and were satisfied with
how they were treated at these difficult times.
2. Considered family relationships and home visits to be very important.
3. Have had family and friends seem to disappear as they come and go (an
impermanent world).
4. Sometimes would like people to talk with them more about the death event.
5. Are not requesting changes or planning for future death events.
6. May benefit from death education.
7. Expressed religious and spiritual beliefs and questions about death, pain and
suffering.

98

8. Understood death, dying and the rituals of adjustment to differing individual
degrees, in part due to their individual cognitive and communication abilities and life
experiences (including age).
9. Experienced losses (i.e. Little Deaths) similar to death in their lives (i.e.
institutionalization, their own disability, teasing and bullying).
In Chapter V, I will discuss these results and their implications for future study
and research.

CHAPTER V

SUMMARY AND CONCLUSIONS
The primary purpose of this study was to determine to what extent people with
MR are being included in the death events for people they care about. The study also
explored the respondents’ satisfaction with their participation in these rituals. In the past
when I worked as a Developmental Disabilities Case Manager/Social Worker, I noticed
that people who have MR have not always been fully included in death and dying rituals
and events. People were sometimes told about deaths of individuals after the death,
funeral and other services had occurred. Attendance of the person with disabilities was
arranged or allowed at some but not all of the death events (e.g., attending a funeral but
not the burial). I would not be satisfied with this treatment and would be requesting
changes.
Question One: To what extent do people who have a diagnosis of MR view
or perceive themselves as included in funerals, family rituals,
grief, mourning and bereavement activities?
Concern with the treatment of people who have disabilities at the time of a death
stems from the literature review. A healthy adjustment to death and dying usually
requires that people participate in rituals and events with other mourners and family
members. Choices need to be available but education and information need to be
presented with the choices.
99
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The death of a parent is a change that affects people’s support systems and family
structures (Hollins, 1995; Wadsworth & Harper, 1991). Ellie, whose uncle died a few
months ago, demonstrated the significance of the loss of a parent. Her mother’s death
remained the first and primary response from her reactions to many of the interview
questions. Ellie’s inclusion in the death rituals probably helped her to adjust as well as
she did to this important loss (Luchterhand & Murphy, 1998).
Contrary to my way of thinking, the interviewees reported being satisfied with
their participation in the death events. Most of the answers described an acceptance of
the events and the interviewees said they were content with what had happened. The
satisfaction level was quite high.
Question Two: Are adults with MR satisfied with their current level
of inclusion in death and dying rituals?
The results of the interview questions indicated that the participants were satisfied
with how they were included in the funerals and rituals that surround death and dying.
Sixty-nine percent of the responses were positive, 23% were neutral and 7% were
negative. Even Daphne, who was not told of her mother’s death until four months later,
reported being satisfied to not have attended the funeral or otherwise have been involved
in the event.
Social compliance, however, may be an issue for these positive answers. People
with MR have been conditioned to accept what is handed to them in part due to survival
skills (e.g., to get along in an institutional placement) (Sigelman et al, 1981). Perhaps
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each of these people is healing from the death loss in their own way. However, there
may be areas where these death experiences could be improved.
Question Three: Is there a need to communicate differently with persons
with MR about death, dying, and grieving rituals?
Within the interviews, losses were described that were not death related. The
participants lost touch with friends, family and staff as if they had died (an impermanent
world). Some interviewees struggled to remember dates and times of events. Not being
able to recall or state accurate dates was sometimes a frustration to the interviewee. They
cited their connections with their family in different ways (e.g., blood, phone calling,
notification of the death event, red hair, and the car that would connect them for a family
visit). A younger interviewee at times experienced difficulty sorting out relationships
within her extended family and trying to explain how she fit into her family.
Question Four: What are some requests people with MR have for information or
treatment when the death of someone they care about occurs in the future?
The interviewees did not voice recommendations for changes. This may have
been because the interviewees were feeling fully included, or as included as they needed
or wanted to be. I think the participants accepted the situation they were handed partly
out of not knowing that things could be different, changes could be made. Perhaps they
were so used to exclusion that they didn’t “see” the possibility of being included in the
family circle during events surrounding death and dying.
Arrangements are usually possible for travel to spend time with a sick and dying
parent. Attention from a clergy person can be requested. Conversations can be held with
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family members and significant others to make people’s wishes known and, hopefully,
respected.
Question Five: Qualitatively, how do persons with MR understand death, dying
and the rituals designed for adjusting to the death of a loved one?
The interviewees seemed to learn about death and funerals the same way most of
us do, through the deaths of family members and friends and our participation in the
rituals surrounding these losses. They expressed that they had cried at various points of
the death event, especially when they were initially told of the death. Wolfelt (1999)
explained “crying is nature’s way of releasing internal tension in the body, and allows the
mourner to communicate a need to be comforted.” (p.3) and “Crying is not a sign of
weakness. The capacity of the mourner to share tears is an indication of the willingness
to do the work of mourning.” (Wolfelft, 1999, p. 3). This opportunity to grieve is part of
the process of healing (Hollins, 1995; Huston, 1992).
I could not determine from these interviews that the participants had different
grief reactions than you or I would. This is supported in the literature where persons with
MR are seen as going through the same death and dying grief stages as anyone else
(Kloeppel & Hollins, 1989). They reported staying busy with work and hobbies (e.g.,
playing cards), talking with relatives, spending time with people they knew and praying.
Lipe-Goodson and Goebel (1983) found that adults with MR develop a more
accurate understanding of death and dying as they age. This maturing process may have
been true of some of the participants although two of the older women were still not
participating in death rituals as other adults in their age group. This could have been in
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part a function of different personalities but it also seemed to have been reflected in the
short answers and confused responses from these women that would indicate lower
cognitive ability. PPVT Standard Scores for these two individuals were 40 and 44.
Turner and Graffam (1987) reported that people with MR talked about dreams
they had experienced after a death event. None of the participants mentioned dreams
during these interviews. It was not an interview question and this interview may not have
been long or in depth enough to ascertain dream occurrences. The one discussion of
sleep was with Daphne whose roommate had died in her apartment. She described
herself as having a difficult time getting to sleep the night her roommate died, an
expected response to such a traumatic event.
Additional Themes
Participants added more than I expected to the interview answers. The extra
information became additional themes. Family and home visits emerged as a theme.
Throughout the interview questions participants talked about their families and family
relationships. Family visits were cited as important events in the past, at the time of the
funeral and were planned for in the future.
The participants portrayed an impermanent world. People came and left. Graves
were “lost” to some people. Participants didn’t seem to have the resources to help
themselves with the disappearance of the person or place. For example, they may have
expressed that the next time they want to take flowers to a grave, they will find out where
it is located or before a friend moves, they would get their new address.
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All participants mentioned religion and spirituality. They seemed to be reflecting
a larger culture of church and religion. Some participants expressed comfort in their
beliefs. Others seemed to mention churches and the related services as simply events that
were part of the funeral process.
Participants described “Little Deaths”. Two participants strongly associated life
in the institution with these questions about death and dying. During these difficult life
experiences, participants may have experienced another death of self: identity.
Recommendations
Although it is difficult to make definitive recommendations from such a small
sample of respondents, I submit the following ideas.
Information Gathering and Sharing
Information sharing may assist in keeping people connected. Family members
and staff may need to work together to provide information and support. Last names of
people (friends, family members and staff) and their addresses would be important to
maintain contact with others. Address books may be a useful tool.
A diagram like a family tree might be a helpful tool for people to study and recall
people and relationships in families. Birth dates as well as death dates, anniversaries and
other important family information could be part of this document. Personal journals
including information about the births and deaths of family members may be another way
for people to recall this information accurately.
Encouraging and promoting family involvement is important, and should occur as
people are comfortable with this communication. Exchanging questions and information
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with family members may reopen a relationship. This issue, as so many areas of work
with families, will need to be individualized with each person and their family members.
Training
I would propose that formal death education be available for the general
population in addition to people with MR as a way to prepare for and address grief,
mourning and bereavement. Harper and Wadsworth (1993) suggested an anticipatory
approach to the death experience. Added to this approach, I would recommend selfadvocacy around the issue of death and dying.
Peer training may be beneficial so people can help each other. Initially, a group
experience led by a trained counselor or psychologist may be helpful. The goal, though,
may be for people to be available for their friends and co-workers when a death happens.
The “Life Cycle” approach (Hedger & Smith, 1993) may be a way of beginning
this training activity. Explanations of physical and medical terms that people with MR
can understand about why people have died may help to educate them about the causes of
death. Involving a nurse or doctor in group discussions and scheduling medical
appointments to talk about the actual medical implications of diseases and conditions
may be ways to work with health issues.
It seems important that people with MR understand the processes they are
participating in during death and dying events to at least a minimal extent. Balk (2001)
explained, “Common and meaningful death rituals may help generate some feeling of
control.” (p. 282). An educational process may need to be considered. Death education
that is individualized and tailored to meet the expressed needs of each person may make a
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change in people’s perceptions of these events. It also may be an area of education that
would change through the years as people experience more death events and, eventually,
plan for their own deaths.
The confusion of the interviewees about the funeral, wake and internment may
indicate a need for some clarification. This may be accomplished through formal and
informal systems. Formal approaches would include classes or group discussions. Staff
or family members could provide informal training as death events occur. More
information about these separate events would make these individuals better self
advocates. For example, they would be able to choose which events they would like to
attend or not attend and be informed about the decisions they make.
Religion and Spirituality
The respondents brought up religious questions and comments during the
interviews. Although Christianity and other religions are to be comforting at times of
loss, the interviewees did not discuss their religious beliefs when I asked how they were
feeling now. They interpreted this question strictly in terms of how they felt. It would
seem that clergy might be more helpful and available to assist people at this time. Staff
persons or family members could arrange to get conversations or appointments started, if
this is a request from someone or an identified need.
Memorializing
Life markers, such as graves were “lost” to many of the interviewee’s experience.
The respondents may be having difficulties with the memorializing aspects of loss rituals.
Luchterhand and Murphy ( 1998) listed numerous ideas for memorials including music,
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videos, letters, personal rituals, tree dedication, writing, and private memorials to help
people through the grief process. People with MR may need assistance to memorialize
their loved ones after they have died. The gravesites and cemetery locations may need to
be recorded and mapped by family members or staff to assist people’s recollection and
visitation.
Agencies that serve people with MR and service plans could encourage
remembrance activities. All people have different and individual ways to express their
grief and memorialize people. Caregivers may help the bereaved in memorializing their
loved one in a meaningful way. This may mean a visit to the gravesite or placing flowers
on a grave at a certain time of the year. Working on picture books, scrapbooks and
watching video movies may serve as remembrance activities. This process and attention
would need to be adapted as needed. Remembering activities are part of the coping skills
people need at this time (McDaniel, 1989).
Preparation
Agencies working with people with MR may find it helpful to have a response
plan, in case a staff person, consumer or consumer’s loved one dies. An outside
consultant may be helpful at this time. At least one family contact would seem important
to maintain, especially in the event of a crisis. The idea of hiring substitute or additional
staff may assist everyone in getting through a difficult time. A policy on work attendance
would be beneficial for both staff and clients. All of these ideas would need
client/consumer as well as staff input.
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Agencies may choose to plan a staff meeting to deal with the death/crisis and plan
in-service training for staff on death and dying. One duty that may be part of staff work
would be to identify and refer people who may seem at risk of needing more support such
as psychological treatment. A post-death evaluation may assist agencies and teams to
determine what went well and what requires more work.
Hospice
Being present at the death may be an area where people with MR felt a lack of
skills or other resources to be of much assistance with the person who was sick and
dying. Agencies like Hospice may be a support and resource when future deaths occur
for individuals. Staff and family members may want to explore, from a positive
framework, where to begin with education. People may share what went well (e.g.
family visits, staff explanations, or phone calls to inform them of the death event).
McDaniel (1989) described the men in her study as feeling left out when a family
member was dying. Although the participants in this study did not express this to me, I
would submit the idea that there could be more involvement and assistance provided by
people who have disabilities with dying persons. Hospice or other helping agencies may
be a resource to expand the circle of caring and support at this difficult time. There may
be times when people who have disabilities may wish to be at the bedside or more closely
involved with a death than the people in these interviews were able to be. Lipe-Goodson
and Goebel (1983) suggested that people need to be included in the preparation for death
in addition to the death rituals.
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Death of Self
Concern for the interviewees’ own death and/or health is another area of
education and counseling that may be important to address with people with MR who
have had a family member or close friend die. Hereditary disease and medical
explanations about death may trigger questions. The cause of death for family members
may affect lifestyle choices and medical practices for clients. This concern and planning
for self will be a new step in self-advocacy for many individuals.
Limitations
1. The study was limited to subjects from North Dakota and Minnesota.
2. The communication abilities of respondents may have limited their ability to
accurately reflect their thinking about death and dying. Conversely, the level of
communication skills required to answer questions and participate in this study presents a
bias. It may be that the six people in this study had more autonomy than other people
who have a diagnosis of MR as they all functioned as their own guardians. Perhaps
people who are their own guardians are given more choices in attending and participating
in death and dying events and are therefore more satisfied with their involvement.
3. No control group was used.
4. The instrument was designed for this study and has no history of reliable or
valid measurement.
5. The sample size was small. The problem of recruitment for this study resulted
in a limited number of participants. However, the stories people were willing to share
within the interview questions still provided much information regarding how people
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with MR are being included in death and dying events making the qualitative portion of
this study a strength area. Yet, it would be difficult to generalize these findings to a larger
population based on the small sample size.
6. Bereavement is a process that takes place over time. The time when the
interviews took place may have affected the participants’ responses to questions.
Following people over time would give a more complete picture of their actual reactions
to the death and dying processes. One interview is like a snapshot instead of a movie.
7. An assumption was made that death experiences were of relative equal
seriousness; that the persons interviewed cared about their loved ones at roughly equal
levels. This was probably not an accurate assumption.
Recommendations for Future Study
1. People with limited communication skills were not included in this study.
Assessing grief reactions in a population of non-verbal individuals may demand that
measures of change be considered such as behavior, programming progress or lack of
progress and possibly psychological assessments.
2. Purely qualitative research would lend itself to the study of death. The testing
was helpful to identify communication skills but, in the end, I found the stories and
descriptions from the participants the most helpful and interesting part of the study.
3. A longitudinal study to interview people over time would give more depth to
the descriptions. The closeness of the relationship (e.g. mother/ uncle) seemed to
determine the grief and loss reaction more than the amount of time since the death event,
but further study would be needed to make conclusions.
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4. A larger, more diverse sample of subjects would provide a much more
definitive body of information. Obtaining a sample group was extremely difficult for this
study. The primary method for obtaining subjects was a contact by mailing letters to
residential agencies agencies in two states but I also contacted some agencies in person
and made telephone calls. A more useful approach may have been to contact an
advocacy group or the potential subjects and/or their guardians/conservators directly.
5. A study that includes an interview, treatment (e.g. a class on death and dying)
and then a second interview to determine if education makes a difference would assist in
determining if death education were helpful.
6. A standardized interview tool would make this a more acceptable study.
Questions on the interview were from a broad review of the literature and my own
encounters and experiences with death events. In using the tool, I found it was at times
awkward and in need of revisions.
7. My perception was that the “Little Deaths” had major impacts on the
participants’ lives. This is an area that should be studied further.
Conclusions
Perhaps individuals, staff and family members are advocating better today for
people with disabilities and there is more involvement and contentment with participation
in death and dying events. As institutions have been downsized or closed, community
options have become available for people with MR. Individuals live geographically
closer to their families and friends as deaths and other events are commemorated. Since
the purpose of the move to integrated community life is to produce more involvement

112

with family and friends in the community through normalization (Wolfensberger, 1978),
the inclusion and satisfaction level of future interviewees may be expected to become
even greater over time. However, people with MR are still protected, as young children
are, as demonstrated by the participant in this study who wasn’t told of her mother’s
death until months after it happened
The goal of true self-determination remains, though (Smull, 1998). Education and
inclusion will continue to promote self-determination. Participation in decisions and
choices about life and death issues is part of reaching this goal. However, people
continue to need enough information to make informed decisions.
After working with this project on death and dying, I believe that choices and
processes related to death and dying can’t be “cookbook” recommendations. They have
to be individualized. There still could be some general guidelines, though, some “best
practice” ideas for people who are involved in this process.
I interviewed people after they have encountered death experiences and have
heard some very caring and involved stories. Each story is unique. Balk (2001) wrote
that stories are important “to help a bereaved person put intense feelings and loss into
words, and second they help the listener understand the meaning of the relationship with
the person who has died.” (p. 282). I was surprised and deeply touched by the
willingness of each of the participants to talk with me about the difficult subject of their
experiences with death, funerals and all that goes with this event. This was unexpected
but a wonderful learning experience for me. I hope that it helped the individuals involved
to keep sorting through their feelings and memories of these events.
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People have struggled to come to terms with these deaths. It was my conclusion
that most people are being included in death and dying events at a level they are satisfied
with but more work can be done to make this a more satisfying experience for everyone
involved. People learn from previous deaths. It is my position that people who have MR
are deeply affected by deaths they have encountered. They are not always as articulate or
sophisticated as other people may be at this time but their needs require attention and
recognition in the same ways as their non-disabled peers and family members.
We each have our own beliefs about death and dying. These are emotional and
culturally laden issues. People’s relationships with their families, religion and much that
is close to their hearts enter into these issues. Education may assist us to work with the
process of “companioning” other people at this difficult time in their lives when a loved
one dies (Wolfelt, 1998).
Albom (1997) stated that to “die well” you have to have lived well first. If we
consider the point that we are assisting the people we work with to live well, we need to
have a framework of what “living well” would be for people with MR. This is where the
idea of an individualized plan comes in. When we work with students in high school, as
special educators, we develop a focus, a goal for adulthood. What will happen next?
Why are we doing what we’re doing? There are certain areas that need to be addressed:
work, education, home living skills, leisure and recreation. The goal is to enter adulthood
with some skills and plans for a life like anyone else’s - a home, family, work, friends,
and fun.
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To transition from life to death, it also may be helpful to have a plan: financial,
religious, family, friends, preferences-likes/dislikes. Legal issues may be part of this:
living wills, medical decisions. As with a school to work transition plan, the biggest part
of this “end of life transition plan” is inclusion. This is in part why a sudden death is so
difficult. People who haven’t had the time or ability to plan for their deaths, leave those
of us who are here some responsibility and “unfinished business”. In some ways, it’s
easier to follow someone’s wishes at a time like a funeral and death. A written plan
would be a way to record these wishes for families and team members to work with,
when the time comes that a plan is needed.
Inclusion can be looked at from many perspectives: school, leisure or recreational
pursuits and people participating in events like the weddings of their family members.
For this project, I chose the topic of death. It is a powerful subject that has produced
times of crisis for me in both my work and personal life. I think it’s an area where most
people struggle, but are trying to do the best job they can. Even though it’s a difficult
subject, I think it’s imperative that we attend to it in the most proactive way possible for
both the person who dies and the people who mourn and grieve.
Finally, Dr. Wolfelt (1999) wrote, “Actually, I find words inadequate to convey
what grief and mourning are all about. “Grief’ and “mourning” are much more than
words. Experiencing the thoughts and feelings of grief often involves movement through
an unknown territory, accompanied by an overwhelming sense of pain and loss. Only
through encouraging ourselves and others to mourn outside of ourselves will we become
a catalyst for healing” (p. 1).
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GUARDIAN/CONSERVATOR CONSENT FORM
I am a graduate student in the Department of Teaching and Learning at the University of
North Dakota working on my dissertation. My advisor is Dr. John Hoover. I am
interested in learning about death and dying.
You have been mailed this information to consider having your ward/conservatee
participate in a research project titled “Perceptions of Persons with Developmental
Disabilities /Mental Retardation Regarding Inclusion in Death and Dying Rituals”. The
residential agency has noted that your ward/conservatee suffered a death loss during the
last year. Would you please document when that happened?__________________(If
you don’t know the exact date, an approximate date is fine.)
Month/day/year
Would you please describe the relationship that the person who died shared with your
ward/conservatee?
i.e. parent, friend, sibling___________________________________________________
I, Paulette Wagner (218-281-6496), am the principal investigator for this study. You may
contact my advisor, Dr. John Hoover (701-777-2513), or me if you have any questions or
comments about this project.
The purpose of this research is to document perceptions of adults who have a diagnosis of
a developmental challenge (developmental disability, mental retardation) who have
suffered a death loss during the past year. Since there has been limited research in the
areas of death and dying within the field of Developmental Disabilities, this research will
add to the knowledge base for serving members of this population. I would expect that
the interview would take one hour or less of your ward/conservatee’s time.
You would be welcome to sit in on the interview. Please indicate your choice by
checking the appropriate line:
______Yes, I would like to be present when the interview about death and dying is
conducted. Please contact me to arrange a mutual time and place to accomplish this.
______No, I will not plan to be present when the interview is conducted.
I will audiotape record the interview. The information from this tape will be transcribed
by Kristi Wagoner. Then the tape will be erased or destroyed. No information will be
kept that would identify your ward/conservatee. The written transcriptions will be kept at
the University of North Dakota for three years. Information will be destroyed after that
date. The typed information will be included in my dissertation, “Perceptions of Persons
with Developmental Disabilities/Mental Retardation Regarding Inclusion in Death and
Dying Rituals”.
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Your ward’s/conservatee’s participation in this research is completely voluntary. No
penalty or loss of benefits will occur if you choose not to participate in this project.
Participation may be discontinued at any time during the interview without penalty.
Discussions about death and dying can be emotionally difficult for people. I, as the
principal investigator may end the interview, if it seems to me that the topic is distressing
or if it seems difficult to continue the interview.
Individuals will be given instructions to end the interview at any time just by telling the
interviewers they are uncomfortable. They will also be given a “STOP” sign that they
may hold up at any time, if that seems like an easier way to end the conversation.
I will provide participants with the telephone numbers and names of agencies that
provide counseling and mental health services to people who are in need of these
services. Individuals and/or their third party payers (i.e. insurance, medical assistance)
would be responsible for any expenses incurred, if they are required to receive therapy or
counseling as a result of participating in the study.
Even though there are risks to look back at emotionally charged events like the death of a
loved one, the process can be therapeutic and helpful, too. One of the benefits that will
result from this study is the information directly from individuals who have
developmental disabilities. Many times we have spoken for people. This gives people a
chance to voice their own opinions and thoughts on these difficult issues.
In addition to the interview, I will ask that staff complete a one-page screening to
estimate your ward/conservatee’s communication skills. I will also conduct a brief
communication assessment prior to the interview using the Peabody Picture Vocabulary
Test-PPVT. After the interview is completed, I will review agency data on
goals/objectives covering approximately a one-year span of time. If this all sounds
acceptable to you, please complete this form and return it to me at your earliest
convenience.
Ward/Conservatee’s name:________________________________________________
Address:

Telephone:____________________________________________________________
Thank you for your time and attention. You will receive a copy of this consent form.
Your signature below indicates that you have read this consent and agree to allow your
ward/conservatee (listed above) to participate in this interview and research.
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Guardian’s signature
Address
Telephone:______________________________________________ _____ ________
I understand that we all have busy schedules. I would appreciate hearing back from you
within two weeks, if that is possible. Thank you again for your time and attention.

If you would like a copy of the summary results from this research, please complete this
section:
Yes, I would like to receive a copy of the summary results from this project.
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Death and Dying Study Consent Form
I am a graduate student in the Department of Teaching and Learning at the University of
North Dakota working on my dissertation. My advisor is Dr. John Hoover.
I would like to ask you some questions about what happened and how you felt when
someone close to you who you knew well died. I will ask about things such as the
funeral and the service at the cemetery. It will take about one hour (maybe less) of your
time to talk with me about this. There are no “right” or “wrong” answers. Please answer
as you really feel - not how you might think I want you to answer. I will tape record
your responses and write some notes while we talk. In addition to talking to me, I will
ask that staff fill in a form about how well you talk and listen. I will show you pictures to
find out about words you understand. I will also look at your records from the place you
live to find out how well you are doing.
What you tell me is part of what I will write about in a paper I am writing as a student at
the University of North Dakota (UND) in Grand Forks, North Dakota. The goal of this
study is to learn more about how people feel about such things as funerals. I, Paulette
Wagner, am a student at UND and the person doing the study. You may contact me at
218-281-6496, if you have questions after participating in this interview. You may also
contact my advisor, Dr. John Hoover, 701-777-2513, if you have any questions about
what we did and said together.
You do not have to talk to me if you don’t want to. It may help you to talk about your
experiences or it may make you sad. Death and dying are difficult subjects to talk about
at some times. I would encourage you to contact a counselor, psychologist or other
trusted person, if the questions I ask you bring up difficult memories or other emotions.
The following agencies have 24-hour crisis line numbers, if you feel you need more time
to talk to someone about death and dying events after this interview:
Northeast Human Service Center 775-0525 (Grand Fork, ND)
Northwestern Mental Health Center 1-800-282-5005 (Crookston, MN)
You or your third party payer would be responsible for any expenses incurred, if you are
required to receive therapy or counseling as a result of participating in the study.
You may keep a copy of this form. All information will be kept strictly private. This
means I will not tell others exactly what you say to me. Your name and address will not
be used in my report. You may stop answering questions at any time with no penalty. It
is your choice to say “yes” or “no” even about talking to me. I am requesting your
participation strictly on a voluntary basis. Your signature on the line below indicates that
you have read this consent form or had it read to you, have had your questions answered
and agree to be interviewed.
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Kristi Wagoner will type the information from the tape recording to paper. You may
request a change in typist.

Participant’s signature/date
Researcher’s signature/date

Witness’ signature/date
I would like a copy of the summary of results of the Death and Dying Study. Please mail
to:
Name:
Address:
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DEATH AND DYING STUDY

Name:__________________________ Subj ect#:____________Date:_______________
Gender: M F Age:_______________Most recent IQ Score:______________________
Relationship between subject and person who died:______________________________

Interview Script:
Hello. My name is Paulette. What would you like me to call you?
____________________told me that your (parent, sibling, friend)______________died
________________(when). Is that right?
Can you tell me something about____________(the person who died)? Do have any
favorite stories about__________(the person who died)?

1. Would you tell me how you felt about____________ (the person who died)? i.e.
very close, close or not very close to you.
2. What does it mean to say that someone has died?

3. How did you feel when______________died?

4. How often did you see________________before they died?
-Did you see him/her enough to be happy with how often you saw him/her before s/he
died? (code 1 if satisfied, 0 if confused or neutral and -1 if dissatisfied) ________

5. Do you know what a funeral is? YES
NO
-(If yes) Would you describe a funeral to me? What happens at funerals?
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6. Did you attend_____________ ’s funeral? Did you want to attend___________’s
funeral? (Probe until discovering whether satisfied with attending or not attending.)
Was it ok with you to go/not go? (1 if clearly satisfied, 0 if neutral, -1 if clearly
dissatisfied)________
7. Was there a wake or prayer service the day before the funeral? Did you attend
_______________’s wake/prayer service the day before the funeral? Was it ok with
you to attend/not attend this? (1 if satisfied, 0 if neutral, -1 if dissatisfied)________
8. Did you attend the burial service? Did you want to attend this? (1 if satisfied, 0 if
neutral, -1 if dissatisfied)________

9. Did you have a chance to say good-by to ______________ ? YES NO Were you
satisfied or happy with your time to say good-by? Did you have enough time to say
good-by? Were you with_________when they died? (Probe until certain of degree
of satisfaction. 1 if satisfied, 0 if neutral, -1 if dissatisfied)________

10. Did you stay home from work between the time of the death and the time of the
funeral? YES NO Were you glad/happy to stay home/go to work? (Probe to
determine the degree to which interviewee is satisfied with the status quo. 1 if
satisfied, 0 if neutral, -1 if dissatisfied)_______
11. Did someone talk to you about your feelings when____________died? Who was
that person?_____________________How do you know that person?
_________________________________________________Did it help to talk with
people about the death o f__________
? Did people talk to you enough about the
death o f________________to help? ( 1 if satisfied, 0 if neutral, -1 if dissatisfied)

12. How sad do you feel now when you think about______________? (May use faces.)
Still very sad, sad, neither sad nor happy, happy, very happy.

13. What helped or would have helped you feel better near the time that_________died?

14. What helps you feel better now if you’re missing_____________?
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15. What advice would you give to a friend if their____________(parent, sibling,
friend) died?

16. Is there anything you would like to see happen differently when someone else dies?
17. Do you have any questions for me about death and dying?
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02 12-01
-

To: Staff who Work with Adults who have a Diagnosis that includes a Developmental
Disability
Re: Death and Dying Study
I am a graduate student in the Department of Teaching and Learning at the University of
North Dakota. My advisor is Dr. John Hoover. I am looking for people who have a
developmental challenge (i.e. a diagnosis of a developmental disability including mental
retardation in the high moderate to mild range) who may be interested in participating in
a research project I am working on for my dissertation at the University of North Dakota
(UND).
My topic is “Perceptions of Persons with Developmental Disabilities/Mental Retardation
Regarding Inclusion in Death and Dying Rituals”. Please think of persons served by your
agency who have experienced the death loss of a significant person during the last year.
A significant person for this study would be a parent, sibling, friend or other loved one
who was involved in someone’s life. I am looking for individuals who have had a death
experience during the last year, are able to communicate with me and are also able to
emotionally handle the type of interview that will be used in the study.
I plan to conduct individual structured interviews with people who have a developmental
challenge who live in Minnesota and/or North Dakota. There will be about twenty
questions we will discuss about death and dying in general and the individual’s encounter
with this event in particular. A legal representative (i.e. guardian, conservator) or another
trusted person would be welcome to attend the interview.
I realize the topic of death and dying is a sensitive subject area for many people. The
people participating will be free to end the interview at any time. I am a Licensed
Independent Social Worker in Minnesota, have a M.A. degree in Counseling from UND
and am currently working on my Ph.D. in Special Education. I will end the interview
myself, if I determine there is discomfort or distress for the people involved.
I believe it is important that people talk about end of life issues, especially with family
members and trusted others. I have worked in the field of Social Work/Case
Management since 1982. Most of my work experience has been with adults who have
developmental disabilities. It has been my observation that, although we have made great
strides in including people in death and dying events, there is still work to be done to
make this the most helpful experience it can be. Dr. Hoover, my advisor, might conduct
some of the interviews. He has over 25 years experience in direct service to adults with
MR/DD and in doing interview research with members of this population.
Thank you for your time and attention. Feel free to contact me, Paulette Wagner (218281-6496) or my Advisor, Dr. John Hoover, Director of the Bureau of Educational
Services and Applied Research (701-777-2513) at UND, if you have any questions or
comments about this request. I would be happy to make a visit to your agency, if that
would help to clarify this request.
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Respectfully submitted,
Paulette Wagner
Please return just this page to: Paulette Wagner, 724 Park Lane, Crookston, MN 56716
if you have people you think may be interested in participating in this project.
If you have individuals who may be interested in being interviewed to share their
experiences about the death loss of someone who died during the last ten months, please
ask them if it would be OK for you to send their name and address to me so I may contact
them to set up an interview.
Name_
Address
Telephone:
Name____
Address
Telephone:
Name____
Address
Telephone:
Name____
Address
Telephone:

_____________________________________________________

If you have people who need guardian permission to participate in a research project,
please let me know how many letters you would like me to send to you to forward to the
guardians/conservators. The envelopes will be stamped but I would need you to address
them due to confidentiality issues. Again, I would be happy to come to your agency to
assist this process, making it as simple as possible for your agency and staff.
# letters for guardians/conservators:_________________________
Thank you for your time and attention!
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